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ABSTRACT

Background: Dementia is a public health problem that is estimated to triple by 2050. Globally,
dementia is the seventh leading cause of death among all diseases and one of the major causes of
disability and dependency among older people. The direct medical costs and indirect social and
economic costs of dementia are burdensome to society, and by 2030 it is projected to cost more
than $2.8 TRILLION dollars worldwide. African Americans are two to four times more likely to
be diagnosed with dementia than White Americans; and more likely to rely on informal care
from family and friends. African American caregivers experience higher burdens from
caregiving and spend more time caregiving on average than their White or Asian-American
peers. African Americans are culturally raised to believe that elder care is provided by a family
member or loved one. Many African American caregivers may not fully appreciate or understand
the complexities of being a caregiver for a loved one with dementia may have on their wellbeing,
how to balance personal and work life needs, or how to seek support services.
Purpose: The purpose of this study is to understand the act of caregiving for a loved one with
dementia in the African American community and how the impact of cultural beliefs, reciprocity,
religion and spiritual values, and formal support services shape the caregiving role.
Methods: Semi-structured interviews were utilized to collect data, using a qualitative
phenomenological approach. Purposeful, convenience, snowball sampling was employed.
Voluntary participants were asked 10 open ended questions using an Interview Guide
Questionnaire that developed based on the literature review and the conceptual framework of the
Caregiver Identity Theory to gain an understanding and an essence of the caregiver’s everyday
experiences. A Delphi process was for face and content validity of the interview questions.
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Interviews were transcribed verbatim. Transcripts were coded using in-vivo and descriptive
coding then developed into categories for thematic analysis. Interviews were conducted until
saturation was achieved and no new codes emerged. Intercoder consensus was obtained.
Results: 11 interviews took place with African American caregivers caring for a loved one with
dementia. The lived experiences of African American caregivers who care for family members
with dementia can be overwhelming and an extremely emotional process that leaves caregivers
experiencing higher rates of stress, struggling with their identity, and experiencing shifts in their
relationships with the person they are caring for and others. However, the feelings of
gratification are rewarding for this population who rely on their faith and are in need of formal
support services to care for their loved one.
Conclusion: African American Dementia Caregivers are a unique population that is on the rise.
Resources, services, and assistance to access services are needed for African American dementia
caregivers. Meaningful training programs to support their needs will further aid African
American dementia caregivers and help them better understand the complexities involved in
providing dementia care for their loved ones.
Key Words: Dementia, Caregiver, African American, Stress, Caregiver Burden, Identity
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CHAPTER 1
INTRODUCTION

Background
In the United States, an estimated 5.7 million Americans live with dementia. Dementia is
defined as a general term for a decline in mental ability severe enough to interfere with daily life
(Alzheimer’s Association, 2020). Dementia is an overarching term and does not characterize a
specific disease. The most common cause of dementia is Alzheimer’s, which is a specific
disease. (Alzheimer’s Association, 2020). The World Health Organization (WHO) identifies
dementia as a public health priority that affects nearly 50 million people worldwide and which is
projected to reach 82 million by 2030 and 152 million by 2050 (World Health Organization,
2020). Furthermore, the WHO claims that dementia has high social and economic costs. The
total global societal cost of dementia was reported as roughly $818 billion U.S. dollars in 2015
(World Health Organization, 2020). The direct medical costs associated with dementia will cost
the United States $355 billion in 2021 and is projected to cost more than $1.1 trillion in 2050
(Alzheimer’s Association, 2021). Although dementia affects all people across the United States,
there are significant racial and ethnic disparities related to dementia; with the prevalence,
incidence, and cumulative risk of Alzheimer’s disease and related dementias being significantly
higher in African Americans than Caucasians (Wells et al., 2017). It is estimated that African
Americans are two to four times more likely to be diagnosed with dementia than White
Americans (Watkins et al., 2012; Ighodaro et al., 2017).
According to the World Health Organization (WHO), dementia is caused by various
diseases and injuries that affect the brain, such as Alzheimer’s disease or stroke. Dementia can
be chronic or progressive and is characterized by a deterioration in cognitive function beyond
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normal aging. Dementia affects memory, thinking, orientation, comprehension, calculation,
learning capacity, language, and judgment and is often accompanied by a deterioration in
emotional control, social behavior, or motivation (World Health Organization, 2020). Individuals
with dementia can present with varying degrees of memory loss, inability to think, difficulties in
communicating with others, and effectively taking care of themselves, thus requiring care from
family members or healthcare professionals (Family Caregivers Alliance, 2020).
Over the past decade, it has been reported that more than ever adult children are taking on
the role of primary caregiver for their parents (Family Caregivers Alliance, 2020). Miller et al.
(2008) state that caregiving is more commonly provided by spouses and biological daughters and
includes sons, in-laws, and grandchildren. Hilgeman et al. (2009) noted that African Americans,
more than other ethnic groups, viewed their caregiving role as a natural part of their life cycle.
African American caregivers have strong family values and a sense of responsibility and are
more likely to keep their elderly family members at home rather than institutionalizing them
(Cloutterbuck & Mahoney, 2003). Approximately 20% of African Americans identify as
caregivers and are more likely to reside with the care recipient. About half of African American
caregivers felt they had no choice in taking on their caregiving role and they report experiencing
higher burdens from caregiving and spend more time caregiving on average than their White or
Asian-American peers (Family Caregiver Alliance, 2020).
In a study by Powers and Whitlach (2016), when researching the cultural justifications
for caregiving, most African Americans responded that caring for the elderly was a tradition and
their duty. Many African Americans said they were raised to believe that care should be provided
by family members when a loved one becomes elderly and unable to care for themselves
(Powers & Whitlach, 2016). Consequently, African Americans report that they are less likely to
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use formal support systems and alternately rely on a wider network of caregivers such as friends
and neighbors (Hilgeman et al, 2009).
The role and responsibility associated with caregiving for another human being is
demanding and often burdensome. In general, it has been reported that caregivers experience
higher stress levels, mental and physical tension, depression, and greater financial burdens and
obligations (Solberg et al., 2014; Clay et al., 2008). The burden associated with caregiving, in
turn, can negatively impact the caregiver’s health and emotional wellbeing and potentially
diminish the level of care they can provide (Solberg et al., 2014). Koyama et al. (2017) identified
that the act of caregiving adversely impacted caregiver’s quality of life and increased their risk of
heart disease and hypertension, resulting in higher mortality rates than non-caregivers. This
finding is alarming given that heart disease is the number one killer for all Americans and that
African Americans are at higher risk than other groups for acquiring heart disease (American
Heart Association, 2020). Caregiver strain can also be so burdensome that it can lead to mental
morbidity which is defined as physical or psychological deterioration because of a mental or
psychological condition (Schultz et al., 1999; Hilaris Publisher, 2021). Schultz et al. (1999)
found that caregivers who experienced caregiver burden were more likely to die than noncaregivers as a result of this mental strain due to higher rates of depression, anxiety and
decreased sleep and exercise and lower levels of perceived health.
Haley et al. (2004), state that most studies exploring caregivers of persons with dementia
are limited to Caucasian families and have not addressed racial diversity. Additionally, the
available studies exploring the experiences of African American caregivers have been limited to
a single site, employ a small sample size, and are not heterogenous or diverse in scope and
experience (Haley et al., 1995; Clay et al., 2008; Samson et al., 2016, Fox et al., 1999). Powers
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and Whitlach (2016) also note that few studies examine the relationship between the caregiver’s
cultural beliefs, values and practices and its impact on the caregiving practices.

Statement of the Problem
Dementia caregivers balance many tasks including caring for the person with dementia,
navigating the health care system, managing personal and family needs, and work obligations.
Caring for a loved one or family member with dementia has been found in the literature to be
stressful and associated with caregiver depression. As the disease process advances, the
dependency on caregivers increases, which increases caregiver stress. African Americans are
culturally raised to believe that elder care is provided by a family member or loved one. Many
African American caregivers may not fully appreciate or understand the complexities of being a
caregiver for a loved one with dementia may have on their wellbeing, how to balance personal
and work life needs, or how to seek support services. Few studies have explored the impact of
racial diversity on dementia caregiving, nor explored the relationship between the caregiver’s
cultural beliefs, values, and practices, and its impact on caregiving (Bainbridge, et al., 2009;
Gilliam and Steffan, 2006; Montgomery, RJ, 2016; Pharr et al., 2014; Powers and Whitlach,
2016; Samson et al., 2016).

Conceptual Framework
In the literature, most caregivers are reported to be a relative or close family friend of the
person they are caring for (Family Caregiver Alliance, 2021). Using the Caregiver Identity
Theory as the conceptual framework guiding this research, caregiving is seen as a transformative
process that shapes the caregiver’s identity. The theory posits that as the needs of the individual
requiring care increases, the relationship with the caregiver changes and the caregiver’s identity
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is further shaped by their caregiving role (Montgomery, 2016). According to the theory as
outlined by Montgomery (2016), there are five phases of identity that the caregiver experiences.
Phase 1 is the initial stage of providing routine care. Phase II is the stage where the caregiver
realizes that they are providing more than routine care and begins to realize that they have taken
on the role of a caregiver. In Phase III the level of care and the amount of care increases. In this
stage, the caregiver’s identity shifts from the familial relationship to that of the primary
caregiver. The caregiver often struggles at this phase as they become the dominate person in the
relationship (Montgomery, 2016). For example, a caregiver who is caring for their parent sees a
reversal in their roles, where they take on the role of a parent and care for their parent as one
would care for a child. In Phase IV, the caregiving continues for an extended period and the
caregiver ponders the option of nursing home placement (Montgomery, 2016). This can be a
very difficult and stressful time for the caregiver because they have committed to taking care of
their loved one but also realize the challenges in being the primary caregiver of a person with
extensive needs. In the final phase, Phase V, the person needing care transitions to a different
setting such as a nursing home, assisted living facility or with another family member and the
caregiver is relieved of their role and identity as primary caregiver (Montgomery, 2016). In
looking at the phases of The Caregiver Identity model as illustrated in Appendix A, you can see
how the identity of the caregiver early on is more narrowly defined by their caregiving role but
as they move through the phases their identity is almost completely defined by their caregiving
role and the tasks they provide. Montgomery (2016) states that during this transformative
process, caregivers often struggle to balance caregiving tasks and maintain a personal identity.
The caregivers struggle often results in caregiver distress as the caregiver begins to lose their
identity and sense of self. This struggle can also negatively impact the quality of care the
caregivers provide.
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In the Reach II study by Miller et al., (2020), the caregiver identity theory was used as the
theoretical framework to predict the burden of stress and depression amongst caregivers of adults
with Alzheimer’s disease. The studied theorized that as the needs of the care recipient increased,
and the level of care provided also increased, a shift in caregiver role identity leads to increased
levels of caregiver burden and depression. The authors state that caregiver stress increases when
the caregiver’s role shifts from their original familial role to their new role, especially when a
transition in role occurs between a mother and child (Miller et al., 2000). Rurka et al. (2020)
state that the caregiver’s identity is shaped by the caregiver’s perception of their performance
which can impact their psychological well-being and is associated with caregiver depression.

Purpose Statement
The purpose of this phenomenological study is to explore the lived experiences of
African American caregivers caring for family members with dementia. The phenomenon being
studied in this research will be the act of caregiving. Themes of cultural beliefs and values as
well as caregiver burden and stress will also be examined. Examining the African American
caregiver's lived experiences will provide insight regarding the specific needs of this group.
This study is important for several reasons. First, this study which seeks to understand
African Americans caregivers experience will add to the limited work exploring this population.
Second, unlike other studies which are limited in site or region of study, this study will be more
diverse and include a varied perspective of the African American caregiving experience from a
broader region. Finally, since African Americans have different needs when responding to the
caregiving role and may not use formal health care services as compared to other groups
(Samson et al., 2016, Fox et al. 1999), this research will help lay the foundation for the
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development of resources and other supports systems for African American caregivers who
depend on informal home care.

Research Questions
Central Research Question
What are the lived experiences of African American caregivers when caring for family
members with dementia?
Sub Research Questions
1. How do African American caregivers perceive their ability to care for a family
member with dementia?
2. What challenges have African American caregivers experienced when caring for a
family member with dementia?
3. What role does culture play for African American caregivers caring for a family
member with dementia?
4. What role does religion and spirituality play for African American caregivers caring
for a family member with dementia?
5. What is the impact of obligation/reciprocity for African American caregivers caring for
a family member with dementia?
6. What are African American caregiver's views on seeking formal support services when
caring for a family member with dementia?
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Terms
Dementia is caused by various diseases and injuries that affect the brain, such as Alzheimer’s
disease or stroke. A chronic or progressive nature characterized by a deterioration in cognitive
function beyond normal aging. Affects memory, thinking, orientation, comprehension,
calculation, learning capacity, language, and judgment. Also accompanied by or preceded by
deterioration in emotional control, social behavior, or motivation. (www.who.int)
*note- throughout the literature, Alzheimer’s or Alzheimer’s dementia are often used
interchangeably since Alzheimer’s is the most common type of dementia
Caregiver - a person who assists with the activities of daily living, typically for an older person
(Barbosa et al., 2015)
Primary caregiver - the person who spends the most time providing care (Barbosa et al., 2015)
Informal caregiving - the act of providing care and assisting with daily living tasks, but without
formal training or skills (Barbosa et al., 2015)
Secondary caregivers - those who play a supplemental role in caring for a relative with dementia
(Gaugler et al.)
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CHAPTER 2
REVIEW OF THE LITERATURE
Overview of Dementia
As the number of older Americans grows, so do the existing cases of dementia and its
impact on the world. Nearly 10% of the world’s population over 65 years old has dementia. By
2050, the costs associated with dementia are expected to rise to over $1.1 Billion. Further, 1 in 3
seniors die with dementia, killing more individuals than breast cancer and prostate cancer
combined (Alzheimer’s Association, 2020). Dementia is a general term that characterizes a
syndrome that is usually chronic or progressive including deterioration in cognitive function such
as memory loss, language, problem-solving, orientation, thinking, judgment and behavior.
Dementia is caused by damage to the brain cells and results from diseases or injuries that affect
the brain, such as stroke or Alzheimer’s disease (Alzheimer’s Association, 2020, World Health
Organization, 2020).
Dementia is a major cause of disability and dependency amongst older people worldwide.
Daily living tasks of individuals with dementia are often affected. They have problems paying
bills, planning, and preparing meals, keeping track of purses or wallets, remembering
appointments, or traveling outside of their neighborhood (Alzheimer’s Association, 2020). There
is no treatment or cure for dementia, and the disease typically manifests in three stages. The first
stage of dementia is the early stage. This stage is often overlooked because its onset is gradual
and includes forgetfulness, losing track of time, and becoming lost in familiar places. This stage
is often associated with the general aging process and thus not always diagnosed as dementia
(World Health Organization, 2020).
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The second, or middle stage, shows a progression in symptoms such as forgetting recent
events or names, becoming lost at home, increased difficulty with language and communication,
needing personal care and grooming, wandering and repeated questioning. The late stage of
dementia is typically a loss of independence and inactivity. The person with late-stage dementia
has difficulty recognizing relatives and friends, difficulty walking, escalated behavior changes,
aggressive behavior, and requires an increased need for assisted self-care. In general, as the
disease progresses so does the need for assistance for the person with dementia to engage in
activities of daily living (World Health Organization, 2020).

Caregivers
According to the Alzheimer’s Association (2020), over 83% of care provided to older
Americans is provided by family members, friends, and other unpaid caregivers. More than 16
million Americans provide unpaid care for people with Alzheimer’s disease and dementia. The
care provided by caregivers is estimated at 18.6 million hours and valued at almost $244 billion
in care. Most caregivers, 66%, live full time with a person with dementia, and approximately
two-thirds of caregivers are women. More specifically, over one-third of dementia caregivers are
daughters caring for a parent with dementia (Alzheimer’s Association, 2020).
Dementia not only negatively impacts the person living with dementia but also has a
detrimental effect on the caregiver. Compared with caregivers of people without dementia, twice
as many dementia caregivers report an increase in emotional, financial, and physical difficulties
associated with their caregiving role (Alzheimer’s Association, 2020). Caregivers of those with
dementia are twice as likely to suffer from dementia as caregivers providing support for someone
without dementia. Dementia caregivers report more hours per week providing care, as well as
more employment problems, personal stress, mental, physical health issues, lack of sleep, and
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less time to spend with other family members and doing the things they enjoy than non-dementia
caregivers (Family Caregiver Alliance, 2020). Additional dementia-related symptoms such as
wandering, hoarding, agitation, aggressive behavior, and non-cooperation make it difficult for
the caregiver to provide assistance and get the necessary rest and assistance they need; thus,
contributing to greater levels of depression. Consequently, the more severe the person’s
dementia is, the more depressed the caregiver seems to be (Family Caregiver Alliance, 2020).
The Family Caregiver Alliance (2020) estimates that roughly 20% of caregivers suffer
from depression, twice as much as non-caregivers. The Family Caregiver Alliance notes that
caregiving does not cause depression but that the feelings of stress, anger, frustration, anxiety,
sadness, isolation, and exhaustion from caregiving can take a toll on the caregiver and lead to
depression. While reviewing the literature specific to the caregiving experience, several themes
emerged: (a) an overview of the Caregiver role, (b) caring for a person with dementia, (c)
cultural understanding of African Americans and caregiving, and (d) stress associated with
caregiving.

Caregiver Roles
Caregivers are defined as family members, friends, neighbors, and others who provide
most of a patient’s care, usually in their home and without any financial compensation or reward
(Alpert et al., 2015). Caregivers provide tasks such as shopping, cooking, laundry, transportation,
administering medication, feeding, bathing, walking, grooming, dressing, and toilet assistance
without any formal training or skills needed for this task (Alpert et al., 2015). Qualls (2016)
clarifies that although caregiving is primarily focused on specific actions or tasks, emotional
support and caregiving are also normal activities that a family member performs in their role as a
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caregiver. The author posits that emotional caregiving comes in the form of support, consoling,
and comforting; and is just as important as task-oriented caregiving (Qualls, 2016).
Barbosa et al. (2011) categorize caregiving into two roles: primary caregivers and
secondary caregivers. Primary caregivers are defined as a family member, friend or neighbor
who spend the most time providing for the person and is primarily responsible for all their care
(cooking, feeding, bathing, shopping, dressing, etc.). Secondary caregivers can also be family
members, friends, or neighbors who provide unpaid care and assist with tasks but do not assume
the primary care responsibility. They assist in an ancillary role of caregiving (Barbosa et al.,
2011). Apesoa-Varano et al. (2015) states there is even a tertiary structure of caregiving, which
comprises collectivist or community arrangements, such as faith-based organizations (i.e.,
churches).
Caregivers have reported that there is a huge economic burden associated with this task.
It is reported that the economic contributions of family caregivers in 2009 were estimated at
$450 million per year. Yet, the sum of all government programs represented about one-fourth of
that total or close to $19 million (Qualls, 2016). Based on these figures, one can conclude that
family caregiving has a higher financial burden than formal settings and institutions such as
nursing homes.
Family members who provide care for a relative, or informal caregiving, are often unpaid
and provide this service as a sense of responsibility and duty (Qualls, 2016). Many caregivers
reported that their financial support includes buying necessary items for their family members,
including food, medication co-pay, bed linen, disposable napkins, etc. As the primary caregiver,
they report that they did not receive monetary assistance from others and felt burdened
financially because they had to provide all the necessities for the person they were caring for
(Tshililo, 2015). Further, caregivers noted experiencing a family-to-work conflict which often
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was further impacted by a financial burden when they were required to take days off work for
doctor visits and other caregiving tasks. While the financial cost placed on the caregiver is
understood, we must also recognize that the stress and health issues associated with caregivers
cost employers billions of dollars annually in lost productivity (Foos and Clo, 2010).
Another phenomenon that caregivers report are feelings of isolation, disruption of their
normal lives and routines, and decreased social relationships, causing a negative impact on their
social lives (Tshililo et al., 2015). Caregivers report that the changes to their routines and
structure cause them to become less social. Some have even reported conflicts with their spouses
and children due to their social isolation and caregiving role. Others further report that the lack
of support from other family members causes a great deal of stress (Tshililo, 2015). Barbosa et
al. (2015) stated that it is important that caregivers maintain interests outside of caregiving and
have time to themselves to avoid feeling burned out or overwhelmed. They further state that
taking time for social activities will help the caregiver maintain their mental health and allow
them to better care for their relative (Barbosa et al., 2015).
In addition to the lack of support from family members and others, many caregivers felt
that they could not acquire information about what supports, or services were available to them
or how to access services. They thought that the health care system was difficult to navigate, and
that physicians, social workers, and others did not adequately provide for their needs nor provide
them with resources (Prorok et al., 2013).

Caregiving for Dementia patients
Although caregiving can be stressful, the physical and emotional demands on the family
caregiver of a person with dementia can be more overwhelming than other forms of caregiving.
It is noted that although the person’s dementia progresses and becomes more burdensome,
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caregivers remain committed to the caregiving role rather than institutionalizing their loved one
(Bainbridge et al., 2009).
Another unique dynamic of caring for a relative with dementia, especially a parent, is the
transformation in the nature of the relationship. As the person’s dementia progresses, they
become more cognitively impaired and require more assistance with everyday tasks such as
feeding and toileting. Thus, their caregiver, who is often their adult child, now takes on a parent's
role. This shift in roles can have serious effects on the relationship between the parent and child,
as the person with dementia struggles with a further loss of their identity (Miller et al., 2010).
Gilliam and Steffen (2006) have noted that this dynamic can lead to greater symptoms of
depression for the patient, which is negatively impacted by low self-efficacy or ability to master
specific activities of daily living tasks (Gilliam and Steffan, 2006). Not surprisingly, the
caregiver also can experience greater levels of depression as the patient/ family member must
rely more on them for daily self-care tasks.

African Americans and Caregiving
Family care of elders is a significant part of the African American culture and experience.
Family caregiving is rooted in African American culture and “is understood as a fundamental,
obligatory, and inviolable act” (Samson et al., 2016). African Americans view caregiving as an
act of reciprocity, whereas you were raised to take care of yourself and your family, and that was
your sense of responsibility (Powers and Whitlach, 2016; Samson et al., 2016). With ties to
slavery and oppression in the African American community, caregiving has been influenced by
the cultural principle of keeping families together despite the challenges of caring for them as
they get older and face significant health challenges (Lindauer et al., 2015). Family caregiving is
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also viewed as an expression of love, respect, and commitment towards one’s family and
community (Apesoa-Varano et al., 2015-16).
Wells et al. (2017) reported that approximately 80% of adults with dementia receive
ongoing care in the home from family caregivers and significant others. They report that
although caregiving is highly demanding across all races and ethnicities, African American
caregivers provide more care in terms of caregiving hours than any other group (Wells, 2017).
Samson et al. (2016) posit that family care is held as a tradition in the African American
community. Conversely, institutional care such as a nursing facility or nursing home placement
can be viewed as abandoning your parent or elderly family member. Even though a placement
facility may provide a better level of care, there is a sense of guilt and shame when one is placed
in a nursing home or similar facility (Samson et al., 2016). Consequently, Pharr et al. (2014)
state that minority caregivers are less likely than white caregivers to use formal support services.
Thus, leading them to experience higher rates of adverse health effects due to the burdens of the
stress associated with caregiving.
African Americans' sense of religion and spirituality also play a major role in the act of
caregiving. Powers and Whitlach (2016) suggest that the community's religious beliefs invoke a
sense of duty and obligation as the foundation and sense of responsibility for providing care for a
family member. Again, this religious belief supports the phenomenon of reciprocity, whereas
you were taken care of by your parents and elders in your community; therefore, it is your duty
to take care of your parent or another family member when they require care. The authors also
conclude that it is this same dependence on religion, prayer, and faith that are also the same
beliefs that caregivers use to cope with the stress of caring for their family members (Powers and
Whitlach, 2016).
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Caregiving and Stress
The stress of caregiving is more than the act of providing daily living tasks for a family
member, but also balancing additional roles such as parent, spouse, employer, and employee
(Miller et al., 2014). The stress that caregivers experience is usually associated with the negative
social behavior of the person they are caring for, changes in the personality and cognitive
impairment of the person, and the lack of support and social isolation (Tshillo, 2015). The
functional limitations of people with dementia and their dependence on the caregiver for daily
tasks have also been correlated to increased caregiver stress (Villaponda, 2015). Not
surprisingly, these increased functional limitations also increase behavioral problems such as
feelings of apathy, aggressiveness, violence, depression, and restlessness that are sometimes not
effectively controlled. These behaviors further negatively affect the caregiver’s emotional and
physical health as they try to cope with these behaviors (Villaponda, 2015; Tshililo, 2015).
Caregivers of dementia patients deal with stress related to balancing caregiving tasks,
along with other family needs, work obligations, and the overall challenges of navigating the
health care system. Consequently, aging parents with dementia or other forms of cognizant
impairment increase the amount of chronic stress experienced by family caregivers (Solberg et
al., 2014), as they provide long-term care in activities such as household chores, personal
maintenance (bathing, feeding, providing medication), shopping and financial assistance (Lin et
al., 2012; Miller et al., 2008; Solberg et al., 2016). Often as the caregiver seeks to address the
needs of the person with dementia, they suffer from poor rest, lack of exercise, and time to
address their own health needs, contributing to their stress levels (Alpert et al., 2015). Qualls
(2016) states that caregivers' primary experience is predicated on their coping skills and the
strategies they use, rather than the amount of work or the type of caregiving responsibilities they
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employ. This suggests that the task of caring is so stressful and complex that caregivers must use
various coping skills to perform their caregiving duties.
Given the limited studies related to African American caregivers of loved ones with
dementia, and the complexity of the caregiving role, this study will explore the experiences of
the African American caregiver and how their identity is shaped by their caregiving role. The
Caregiver Identity theory will provide a conceptual frame that will guide the exploration that the
African American caregiving role is unique, and their experience is rooted in cultural values.
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CHAPTER 3
METHODS

The purpose of this study was to understand the essence of caregiving for a family
member with dementia with a focus on the African American community, taking into
consideration the cultural backgrounds of this population makes this study unique. Using a
phenomenological approach to understand the lived experience of the caregiver provided depth
and meaning to the caregiver’s everyday experience. Phenomenology is defined as qualitative
research which explores the lived experience of a specific phenomenon or experience by
exploring it from the perspective of those who have experienced it (Neubauer et al, 2019). The
phenomenology approach affords the researcher the opportunity to understand people’s
perceptions, perspectives and understanding of the phenomenon through the analysis of words,
themes, and context (Reeson, 2020).
Type of Study
There are two main types of phenomenological research, transcendental or descriptive
phenomenology and hermeneutical phenomenology. In transcendental phenomenology research,
the researcher separates him or herself from the study and sets aside their personal beliefs and
experiences to remain bias-free. This is called bracketing and is important so that the research
remains objective and is not influenced by the researcher (Creswell, 2013; Neubauer et al. 2019;
Rodriquez and Smith, 2018). The other phenomenological approach, hermeneutic or interpretive
phenomenology looks at the historical context of the phenomenon being explored (Rodriquez
and Smith, 2018). Creswell (2013) states that hermeneutical phenomenology looks at the
essential themes that are uncovered that are the foundation of the lived experience being
explored. In this design, the researcher is not bias-free, understands the experience, reflects on
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their own experience, and shares their experiences and with the participants (Neubauer et al.
2019; Rodriquez and Smith, 2018). For this study, a hermeneutical phenomenological approach
was taken, and the researcher had the opportunity to reflect and include their personal experience
with the caregiving phenomena.
Sample
The research participants for this study were comprised of African American individuals
who currently served as the primary caregiver for a loved one with dementia for a period of at
least six months. Participants were selected using a purposeful, convenience, snowball sample.
Purposive sampling used in qualitative research indicates that participants were selected for the
study because they can purposefully provide an understanding of the research problem and
phenomenon being studied (Creswell, 2013). In this non-probability sampling design, the
researcher uses their judgement as to who could provide the best information for the study.
Further, through the use of social media, snowball sampling was utilized. Snowball sampling
uses a networking approach where data is collected from participants, who are asked to identify
and or forward the letter of solicitation to other people who fit the criteria for the study. This
process continues until the required number of participants, or the saturation point is met
(Kumar, 2019).
Primary sources of recruitment were referrals from a local caregiver group and social
media. The Caregiver group, agreed to assist with study participants by identifying potential
candidates and providing contact information of the Researcher if they felt they matched the
research criteria and also distributing letters of solicitation via email to potential candidates (see
Appendix A- letter of Cooperation with the researcher and caregiver group).
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In addition, information was posted on the researcher’s Facebook and Instagram Social
Media accounts asking for potential candidates that met the research criteria to contact the
researcher if interested. Once those individuals contacted the researcher, they were then asked to
confirm the inclusion criteria. If they met the criteria, they were consented and accepted into the
study. If they did not, they were excluded and thanked for their willingness to participate.
According to Creswell (2013), in phenomenology research, the number of participants can range
from 1 to 325 with the key to focus on one phenomenology.
Inclusion criteria for participation included the following:
1. African American
2. Over 18 years of age
3. Caregiver for an African American family member with a clinical diagnosis of dementia
4. Caregiver for at least 6 months of more
5. Caregiver must assist with any of the following: Assist with daily living tasks (cooking,
bathing, medication management), legal matters (financial or health issues),
transportation.
6. Unpaid Caregiver (family, friend, neighbor).
7. Caregiver may or may not be employed.
8. Caregiver may be male or female.

Once identified or referred, potential participants were provided with a Letter of
Solicitation (Appendix B) that included the email contact of the Researcher and outlined a
description of the study and participant requirements. Upon contacting the researcher, candidates
that confirmed their eligibility and were voluntarily willing to participate in the study, were
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provided with a written consent form (Appendix C). Once the consent form was signed and
returned, an interview was then scheduled.
Human Participants and IRB Approvals
Participants in this research were asked to read over a consent form that was reviewed
and approved by the Seton Hall University’s Institutional Review Board (Appendix D).
Participation in the study was completely voluntary and there were no monetary or direct
benefits to the participants. There was also minimal risk for participation. The only risk noted
was that possible feelings associated with their caregiving experience may be encountered by the
participants. Participants were asked to consent to participate in the study and answer questions
related to their caregiving experience in a 45 minute to one-hour interview. Participants were
also advised that the interview would be audio-taped, and the data would be confidential and
anonymous. Names of participants were not used, and data was coded to protect the identity of
all participants.
Data Collection Procedures
Prior to the commencement of the study, approval was obtained by the Seton Hall
Institutional Review Board. Consequently, approval was received by the local Caregiver Support
group organization to assist with recruitment of volunteer participants. Letters of solicitation
were provided to the caregiver support group; and recruitment information was posted on the
researcher’s social media pages and followers were asked to share the information with anyone
that may fit the participant inclusion criteria.
Due to COVID restrictions and to protect the health of the participants and researcher,
interviews were held via a web conferencing platform using only audio features. The research
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questions for this phenomenological study included broad, general questions to elicit an
understanding of the textual and structural description of the experience (Creswell, 2018).
All interviews were recorded using a video conferencing system, TEAMS, to accurately
transcribe and code the data. Sampling continued until saturation was achieved and relevant
themes were generated, and no new information materialized.
Upon completion of the interviews, data analysis included verbatim transcription using
Microsoft TEAMS text transcription function after each individual interview. Individual
transcripts were then read and re-read, and the data was coded using both descriptive and in vivo
codes for each individual interview. Both techniques work together to bring out the meaning and
essence of the data (Creswell, 2013; Saldana, 2016). Coding involved a 2-part process- decoding
to determine the core meaning of the passage; and encoding to determine which code to use and
label the passage. Following the coding of the data, the codes were then grouped into categories
and the categories were analyzed and organized into relevant themes. Categories and themes will
help to develop the “voice” of the participants.
Transcripts, codes, categories, and themes were all reviewed by the faculty researcher for
accuracy and to establish intercoder agreement of 80% and ensure trustworthiness (Saldana,
2016). If researcher and faculty researcher did not agree, the transcript was re-read and discussed
until agreement was met. To validate the accuracy of the interview, trustworthiness is crucial.
Validity and reliability come from trustworthiness of the research. Further, validation of the
research emerges from assessing the “accuracy” of the results, thus the review of the data by the
faculty researcher was integral to establishing the validity of the data research (Golafshani, 2003;
Seale, 1999; Creswell & Poth, 2013).
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Significant statements, sentences or quotes that provided an understanding of the
participant’s caregiving experience were highlighted and grouped into meaning units (Charmaz,
2006; Creswell, 2013; Saldana, 2013; Saldana & Omasta, 2018; Miles et al., 2014). These
statements and themes were used as the foundation to describe what the participants experienced,
also called textural descriptions (Creswell, 2018). The textural descriptions detail the essence of
the caregiving experience of African Americans caring for a loved one with dementia. Data was
then represented in tables, figures or text that present a narration of the “essence” of the
caregiving experience (Creswell, 2018).
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CHAPTER 4
RESULTS
In this chapter, I will present the research findings and connect the findings of the study
using a phenomenological philosophy as well as provide information on the participant
demographics and analysis processes.

Setting
The interviews were conducted over a 2-week time frame during March 2022. The semistructured interviews took place via Microsoft TEAMS for audio recording only. Participants
were informed that they did not need to use the camera feature and that Microsoft TEAMS was
being used due to its ability to record and transcribe the recording. One interviewee could not
download TEAMS and the interview was conducted telephonically and not recorded. However,
the researcher took extensive notes.
Interviews lasted 25 minutes to over 1 hour. The average length of interviews was
approximately 45 minutes. Interviews were scheduled based on the convenience of the
participant. Most interviews were scheduled either early in the morning or late nights when the
loved one was sleeping to minimize distractions and when the caregiver had more available time
to talk freely.

Characteristics of Participants
Eleven participants were recruited and participated in the study. Of the eleven
participants, nine were recruited through the researcher’s social media posts, either directly or
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referred from someone who viewed the social media post, one person was referred through the
local caregiver support group and one person was recruited from the researcher’s social media
post to a Facebook Caregiver group.
The participants included ten women and one male. Table 1 below provides an overview
of the research participants including their gender, person they are caring for, length of time
caring for their loved one, and employment status. Five participants were caring for the mother,
two were caring for a father, two for a grandmother, one for a grandfather and one for an aunt.
The sole male participant was caring for his grandmother. The length of time caring for their
loved one ranged from seven months to seven years. However, the average length of care was
three years. Six participants were employed and worked outside of the home, one person was
employed and worked remotely, two people were retired and two people were unemployed. It is
important to note that not only were many of these individuals working full-time jobs, but they
also had the added full-time responsibility of taking care of a person with dementia

Table 1
Participant Demographics
Participant

Gender

Person Being Cared
For

Length of Time as
Caregiver

Employment
Status

P1

Female

Grandfather

5 years

P2

Female

Dad

2 years

P3
P4

Female
Female

Dad
Mom

2.5 years
4 years

P5

Female

Dad

3 years

P6

Female

Mom

3.5 years

P7

Female

Grandmother

7 months

Works full-time
outside of the home
Works full-time,
remotely
Retired
Works full-time
outside of the home
Works full-time
outside of the home
Works full-time
outside of the home
Unemployed
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P8

Female

Aunt

7 years

P9

Female

Mom

3 years

P10

Male

Grandmother

3 years

P11

Female

Mother

4 years

Works full-time
outside of the home
Works full-time
outside of the home
Works full-time
outside of the home
Retired

Data Collection
To ensure the safety of participants and their loved ones that they were caring for, and
due to the COVID pandemic, interviews were held via the Microsoft Teams platform utilizing
audio function only. Video function was not utilized to ensure the anonymity of participants.
During interview recordings, the researcher utilized a printed interview guide for each
participant and took notes on each question. To create the interview guide, the researcher
developed ten open ended interview questions to gain an understanding and an essence of the
caregiver’s everyday experiences and generate themes related to their experience. The research
questions were developed based on the literature review and the conceptual framework of the
Caregiver Identity Theory. Questions were framed to elicit an understanding of the caregiver’s
experiences, describe the challenges of being a caregiver and to solicit insight and meaning to the
role of culture related to the African American caregiving experience
A Delphi review of the Interview Guide was conducted with three doctorly prepared
professionals with research design experience to help determine if the interview questions were
worded clearly; and were meaningful, relevant, and important to support the research
questions. Based on recommendations from the Panel, edits were made to some questions, and
the panelists were updated on the edits and asked to review the edited version. See Appendix E
for Interview Guide.
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Thematic Analysis
Participants were asked ten questions using the interview guide. Immediately upon
conclusion of each interview, the transcript was converted to Microsoft word format. The
researcher then read the transcript and made corrections to the transcript as needed. The
transcripts were then re-read and coded for in-vivo and descriptive codes. Each code was
highlighted in a different color to differentiate between the two types of codes. No provisional
codes were developed before the interviews. The codes that were captured were emergent codes.
The major codes were then used to create categories and the categories were then developed into
themes. The thematic analysis was used to address the research questions and sub-questions.

Interview Findings
The first interview question asked the participant, “what was involved in their decision
to become a caregiver for a loved one with dementia”. Most participants responded that their
caregiving role resulted due to a need or just happened due to circumstance. For most of the
participants, there was never any pre-planning or discussions that they would be the caregiver for
their loved one. But due to various circumstances such as the death of the previous caregiver, a
promise, or the person becoming ill and needing help, they stepped in to assist and assume the
role of caregiver.
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Table 2
Interview Question 1
IGQ1. What was involved in your decision to become a caregiver for a family member
with dementia?
RQ. What are the lived experiences of African American caregivers when caring for family
members with dementia?
PARTICIPANT QUOTES
❖ “When he started getting ill, I decided to move back to NY and have him live with
me, so he won’t be alone.” (P1)
❖ ”I decided to take on the responsibility to make sure she was taken care of.” (P2)
❖ ”It really wasn’t a decision I made.” (P2)
❖ ” My mom said I only have one request of you…don’t put us in a nursing home” (P3)
❖ ”I think it was always there that I was always going to be the caregiver. It was just
how accepting it would be.” (P4)
❖ “I’ve been a caregiver since I was in high school. I helped with my grandparents.”
(P5)
❖ “I feel like I am just paying it forward. I would rather take the time to care for him,
then to trust his care to a stranger.” (P5)
❖ “I would rather care for him than to have someone else do it.” (P5)
❖ ”I didn’t pick this role, this role kind of picked me.” (P6)
❖ ”There was no decision to be made. This is mom, I have to take care of her. ” (P9)
❖ ”I wasn’t putting her in no home, so that was it.” (P9)
❖ ”I had to sacrifice my own career in order for my mom to finish working and going
to school.” (P10)
❖ ”I went under the guillotine to do what I had to do for my grandmother. ” (P10)
❖ “I’m the caretaker in my family.” (P11)
DESCRIPTIVE CODES
❖
❖
❖
❖
❖
❖
❖
❖

Family Promise to grandmother (P1)
Person became ill (P1)
Just happened due to circumstances (P2, P5, P6, P11)
Parents request (P3)
No decision/ choice/ No one else was available (P4)
Saw a need (P5, P6, P8, P11)
Previous caregiver passed away (P7)
Family decision (P10)
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When asked to, “What was involved in your decision to become a caregiver for a family
member with dementia?”, responses varied including: “it was a promise I made to my
grandmother”; “my family member became ill, and I stepped up to help”; “my parents requested
that I take care of them, and it was a family decision”. One participant responded that, “no one
else was available, she was an only child so there was no choice or decision to be made”.
However, most participants responded that “it just happened due to circumstance”. They stated
that “they saw a need that their family member needed care, and they stepped up to help”.
The categories that emerged from this question is that caregivers did not willingly make
the decision to become caregivers. They became caregivers based on circumstances, needs or a
family decision. Based on those categories, the themes that emerged is that family caregivers
felt they had no choice when it came to caring for their family member and that caregivers
stepped up due to circumstance or because there was a need to care for the person with dementia.
The caregivers felt that there was no one else to care for their loved one and that they had to take
responsibility for caring for their family member because it needed to be done and/or no one else
was willing or available. Several caregivers expressed that because it was their parent, they felt
that they had no choice and had to take care of their parent in their time of need. However, a few
respondents stated that they are the go-to caregiver in their family who has helped to care for
others, and they have assumed that role and step in as necessary for their family members. They
also felt that caregiving was a sacrifice, and they were willing to take on that responsibility to
ensure that their loved one was adequately being cared for.
Interview question two asked participants to describe their experience as a caregiver for a
family member with dementia. The purpose of this question was to elicit more insight into the
caregiver’s everyday experience and to gain a better understanding of what it means to be a
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caregiver. This question triggered the caregivers to think about their feelings and really express
what they were going through as caregivers. The caregivers expressed a range of emotions
pertaining to their feelings. The emotions ranged the spectrum from positive emotions to
negative emotions. However, the overwhelming response was that caregiving is a challenging
and overwhelming process.
Table 3
Interview Question 2
IGQ2. Please tell me about your experience as a caregiver of a family member with
dementia?
RQ. What are the lived experiences of African American caregivers when caring for family
members with dementia?
PARTICIPANT QUOTES

❖ ”Some days are good, some are tough, scary and harder than others.” (P1)
❖ ”You have to remember that you’re the parent now, but I still have respect for
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖

him as being my father.” (P2)
”I believe I can do a better job and provide better care than a nursing home.”
(P2)
”Sometimes all I want to do is cry.” (P2)
”I’ve learned I can’t do it all. I have to be intentional about doing what I want to
do. ” (P2)
”I try to stick to a schedule. If you let one thing slip, then everything else goes
down the tube.” (P3)
”I don’t know how I do it.” (P3)
”All I can do is get through today.” (P4)
“I’m hanging in day by day.” (P4)
”I was angry at a lot of different people, from God to myself.” (P4)
”I had no idea what I was up against, but until you experience it you don’t know
what you’re gonna face.” (P4)
“I look at it as giving back.” (P5)
“This is not an easy task. ” (P5)
“Our roles have reversed and she’s more like my child.” (P6)
”Not everyone has the stamina, personality or ability to be a caregiver. ” (P6)
”I thought we had more time, I wish we had more time.” (P6)
”I’ve never worked in the nursing field. ” (P7)
”I’m learning as I go.” (P7)
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❖ ”Basically, it’s just like I have another child. ” (P7)
❖ ”Changing your whole lifestyle to make sure that somebody else’s life is just as
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖

important as yours.” (P8)
”I’m angry at the situation. ” (P9)
”This is not your mother. This is another person I have to get to know. I resent
her. I’m angry at the situation.” (P9)
”I’m looking at her turn into a baby. ” (P9)
”I’m not internalizing it (behaviors) because this is not my mom. She’s somebody
else. ” (P9)
”Sometimes I don’t want to do anything, but I know I have to do it because she
can’t do it herself. ” (P9)
”I’m on autopilot. I just have to get it done.” (P9)
”I have to mentally prepare myself for the battle that I’m going to face with her,
with her own attitude and the highs and lows of her behavior.” (P9)
”I feel guilty when I’m not there with her and I’m annoyed when I am there. ”
(P9)
”She’s a child now. Once an adult, twice a child.” (P9)
”Dementia takes on its own personality.” (P10)
”People who take care of people with dementia are extremely strong people. ”
(P10)
“I’m repaying my family for taking care of me when I needed them.” (P11)
“I’m repaying my family for taking care of me when I needed them.” (P11)
DESCRIPTIVE CODES

❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖

Scary (P1, P2, P3, P7)
Reference to a child (P1, P4, P6, P9)
Stressful (P1, P2, P3, P4, P6, P7, P9, P11)
Worry (P1, P2)
Challenging/Difficult (P2, P3, P5, P6, P7, P8, P10, P11)
Fear (P1, P2, P3)
Overwhelming (P2, P3, P4, P6, P7, P9)
Journey (P2, P3, P4)
Sleep deprived (P2, P3)
Mentally and physically draining (P2, P3, P4, P7)
Care agreement (P2)
Guilt (P2, P9)
Need for a Schedule (P2, P3, P4)
Humbling (P2)
Mindfulness (P2)
Intentional/Planning (P2, P3)
Need to be flexible/adaptable (P2, P4, P6)
Cameras in house (P2, P9)
Tiring (P3, P4, P9)
Resentment (P4, P9)
Relationship shifts (with husband, other parent, kids) (P2, P3, P4, P7, P10)
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❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖

Grieving/loss of person as they become more dependent (P4, P6, P9, P10)
Evolution (P4)
Anger (P4, P9, P10)
Supportive family (P5, P11)
Need for Patience (P5, P6, P10, P11)
Daunting (P7, P9, P10)
Duty (P8, P9)
Rewarding (P8, P9)
Annoyed (P9)
Bothered (P9)
Psychotropic medication (P9)

When asked to share their experience as a caregiver for a family member with dementia,
participants expressed a range of emotions, all mostly negative, but a few positive emotions. The
categories that emerged was that caregivers experience varying emotions and relationship
changes. The themes that developed was that caregivers experience a range of emotions,
caregiving can be overwhelming, caregivers experience Caregiver Burden due to the emotional
toll of caring for a person with dementia and caregiving can create shifts in the relationship
between the person with dementia and other family members.
The negative emotions conveyed the difficulties associated with their role such as
challenging, worrying, fear, stressful, daunting, lack of sleep. Most of the participants described
their experience as stressful, difficult, overwhelming, and mentally and physically draining.
Many expressed that they were suffering from a lack of sleep because the person they were
caring for was up at night either wandering or getting into things within the house and they had
to stay up to watch them. Several participants also discussed the phenomenon of sundowning
where their loved one exhibited greater anxiety and confusion at nighttime (after the sun went
down). For this reason, a few of the participants mentioned that they had cameras in their house
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or were thinking about placing cameras in their house so that they can feel safer by watching
their loved one to ensure everyone’s safety.
In continuing to describe their experience as caregivers, many of the participants referred to
the person they were caring for as a child. They discussed that their loved one’s needs are so
great, and they have become so dependent on them it’s as if they were caring for a child. They
felt that their roles have switched, and they are now the parent. Many expressed this difficulty in
this role shift because they still want to respect their parent or elderly family member, yet the
state of dementia has changed the person so much that they are no longer the person that they
were and that you knew them to be. This dynamic was most difficult when it was a parent child
relationship. Firstly, the caregiver expressed that it was difficult to see the person they once
knew to be so strong and independent, now appear to be weak, dependent, and child-like. The
caregiver felt that not only were they mourning the loss of the person who they previously knew,
they were also figuring out how to care for the person while still maintaining a level of respect
and dignity for the person. The role shifts not only affected the relationship with the person they
were caring for, but also other family members such as spouses, children, other parents.
Regarding their experience, caregivers also talked discussed emotions they experienced such
as guilt, anger, and resentment. Some stated that they were angry at the situation they were in or
angry at the person with dementia. They understood that it was not the person’s fault that they
suffered from this debilitating disease, yet they were angry that their loved one was suffering
from dementia and angry that they were placed in the role as caregiver. They also felt resentment
associated with their role. Again, they resented the fact that their loved one had dementia, and
also resentment of their role as caregiver. They were cognizant that their feelings of anger and
resentment were misplaced, yet these were some of the many emotions they experienced.
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Consequently, they felt guilty that they harbored these negative feelings. Especially, given that
their loved one’s dementia was not within anyone’s control.
Because dementia affects the individual’s brain and cognitive function, some of the
caregivers noted that they tried to keep a routine and consistent schedule for mealtime,
medication, bathing, etc. They felt that it helped them to cope better as the caregiver, to plan
their day in advance, and they had to be intentional in all their actions. They felt that a daily
schedule provided more structure and control over the dementia person’s behaviors. Conversely,
some caregivers expressed the need to be more flexible. They felt that caring for a person with
dementia was an ever-evolving situation and that things constantly changed, so they needed to be
more adaptable and flexible. These experiences represent opposite ends of the spectrum which
demonstrates that caregiving is a fluid process.
The next question asked caregivers “how prepared they were to care for a person with
dementia”. Table 4 identifies participants codes (in vivo and or descriptive) emerging from their
responses. When looking at the codes several categories were evident: prepared, unsure or
unprepared. . Based upon these categories the following thematic analysis was noted.
Participants felt they were not prepared for their caregiving role, they did not fully understand
the disease process nor fully understood the responsibility of caregiving and that no one could
ever be prepared for this role even with training.
Table 4
Interview Question 3
IQG3. How prepared were you to care for a person with dementia?
SRQ 1. How do African American caregivers perceive their ability to care for a family
member with dementia?
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PARTICIPANT QUOTES
❖ “Until you experience it, you don’t know what you’re going to face.” (P3)
❖ ”You can go for training for certain things, but until you’re actually doing it,
you’re not prepared for this.” (P3)
❖ ”All the books, workshops or classes do not prepare you. Until you live it and
experience it, nobody can teach you this.” (P3)
❖ “I don’t think anyone is ever prepared for this.” (P3)
❖ ”I didn’t have the language or know how to speak to my parents or the rest of the
family.” (P3)
❖ “My parents weren’t prepared either financially for something like this.” (P4)
❖ ”I felt uneasy of how to take care of my mother in terms of her day to day.” (P4)
❖ ”This is harder than you think.” (P5)
❖ ”You don’t have the skill sets and not trained to take care of someone with
dementia. ” (P6)
❖ ”I wasn’t prepared for how it happened or when it happened.” (P6)
❖ ”I didn’t understand. I didn’t know about the disease.” (P7)
❖ ”I would like to think that I was prepared because I work in the medical field.”
(P10)
❖ ”It was hard for me to accept.” (P10)
❖ ”You can never be prepared for this responsibility, especially when it comes to
your mom. ” (P11)
DESCRIPTIVE CODES
❖
❖
❖
❖

Not prepared at all (P1, P2, P3, P4, P6, P7, P9, P11)
Not a NURSE (P2, P4, P7)
Not prepared financially (P3, P4, P6, P7, P9)
No skills (P4, P6, P7)

The caregivers overwhelmingly responded that they were not prepared emotionally or
financially for the task. Participants did not realize that the task would be so arduous and
overwhelming. Prior to taking on the role, they felt that they would be able to manage it.
However, they realized that were not prepared for the lifestyle changes and the demands of the
caregiving role and what it required.
The caregivers felt that no one could really understand what caregiving entails unless you
are actually in that position. They felt that even if people were trained and educated on
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caregiving, that they still would not be prepared for the role. They felt that the role required
someone with specialized skills such as a nurse. Several times, participants responded that they
were not a nurse. Thus, implying that they did not think that they had the skill set or experience
needed to properly care for their loved one.
They expressed that they did not fully understand dementia and the disease process. They
were familiar with dementia, but not aware of all the effects of the disease, and the changes and
progressive nature of dementia. They felt that physicians did not spend a lot of time with them
explaining the disease and what they should expect. One participant stated that if you are
diagnosed with a disease such as cancer, the doctors will explain to you all about the disease,
how it affects your body, what to expect, how to cope, treatment, medication side effects, etc.
But no one provides those levels of details and explanation regarding dementia; they just expect
you to deal with it. Further, the caregivers expressed that they did not understand the disease
language and lacked the necessary terminology to talk to the person with dementia and other
family members about the disease. They felt that they needed a broader vocabulary to explain to
communicate with family members and others.
In addition to not being prepared mentally, they also felt that they were not prepared
financially. Participants discussed the financial strains of caregiving such as paying for supplies
like diapers, food supplements, transportation, etc. They mentioned that health insurance may
cover doctor visits but does not cover the other items that are needed to care for the person with
dementia. The supplemental items they referenced were important to the health and quality care
for the person with dementia. For example, diapers were a necessity for those who were bedbound or had incontinence issues. Food supplement drinks were also necessary to ensure that the
patient received their nutritional supplements. However, these items were not covered by health
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insurance and could be expensive. Thus, these costs were financially burdensome to the
caregiver.
Caregivers also stated that they were unprepared for the physical demands of caregiving.
Dementia patients often need assistance with tasks such as bathing, standing, walking, etc. These
tasks can be physically straining on the caregiver’s body, and they were not prepared for how it
would affect them physically. Further, the lack of sleep caregivers experienced had detrimental
effects on their body and their health. Finally, caregivers were not prepared for the emotional
strain of caregiving. They did not think that the task would be so challenging and were not
prepared for all the changes in their lives.
Caregiving is a dynamic situation. To better understand the many changes in their lives,
participants were asked to share how their life has changed since they became a caregiver.
Table 5
Interview Question 4
IGQ4. How has your life changed since you became a caregiver?
RQ. What are the lived experiences of African American caregivers when caring for family
members with dementia?
PARTICIPANT QUOTES
❖ You must remember that you are the parent now, but I still have to respect him
for being my father.” (P2)
❖ ”I’m a wife, mother, daughter, employee.” (P2)
❖ ”Most people couldn’t relate to what I’m going through.” (P2)
❖ ”I don’t have a life, I don’t go anywhere, I don’t do anything.” (P3)
❖ ”I turned into being the parent instead of the daughter.” (P3)
❖ ”I have to be more intentional about who I am, not the wife, not their child, but
me. ” (P3)
❖ ”Some days I don’t feel adequate.” (P4)
❖ ”My personal /social life are now non – existent.” (P5)
❖ “It can be taxing on the spirit. ” (P5)
❖ “I’m used to doing whatever I want when I want.” (P6)
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❖
❖
❖
❖
❖
❖
❖

”Not taking care of myself” (P6)
”I’m now accountable for another life.” (P6)
”The needs have shifted, and she’s become more dependent on me.” (P6)
”This is time consuming. ” P9
”It damaged my relationship with my grandmother.” (P10)
”Caused me not to invest trust because I was afraid of being hurt.” (P10)
”I don’t have any time to myself. ” (P11)
DESCRIPTIVE CODES

❖
❖
❖
❖
❖
❖
❖
❖
❖
❖

Not able to travel (P1, P6, P8, P11)
Lack of self-care (P2, P5, P6, P7)
Putting yourself on the back burner (P2, P5, P6, P7, P11)
Caregiver’s mental health declining- deeper depression/anxiety/
therapy/counseling (P2, P7)
Negotiation (P2)
Sleep deprived (P2, P3, P7)
Intentional (P2, P4)
Role reversal (P2, P3, P6)
Identity struggle (P2, P3, P4)
Guilt of children helping with caregiving (P2, P3, P4)

Interview question 4 asked participants “How has your life changed since you became a
caregiver”? The categories that resulted from this question were lack of self-care, need to
plan/schedule, relinquish control, emotional support and identity struggle. The themes regarding
how caregiver’s lives changed were that their lives changed drastically since they became
caregivers, they felt that they did not have any social life or time for themselves, the person with
dementia dependency on them as the caregiver increased over time, as caregivers they struggled
with their identity and their other roles (wife, mother, child, etc.), they often referred to the
person with dementia as a child, and caregivers who were caring for their parents mentioned that
they were now the parent.
Caregivers responded that they did not have any social life or time for themselves; they felt
they had to put themselves and their health on the backburner; they felt they were sleep deprived;
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the increased dependency of the person with dementia caused greater stress and anxiety;
caregivers struggled with their identity and their other roles (wife, mother, child, employee, etc.);
and caregivers felt that their mental health was declining.
All the participants expressed that their lives have changed drastically since they took on
the caregiving role. The biggest change is that they felt they no longer had a personal or social
life or time for themselves. Their lives were now consumed with caring for their loved one. They
expressed that caregiving was so time-consuming because their loved one was so dependent on
them, that their life mainly revolved around their caregiving role and everything and everyone
else was secondary.
The most significant changes expressed were lack of self-care, putting themselves on the
bac-burner, not having time to do things for themselves such as doctor’s appointments, no time
with friends, and not being able to travel. One participant recalled a time when she was able to
attend church and would receive calls that her dad was wandering the streets. She stated that it
became so difficult for her to leave him alone that she stopped going to church altogether.
The loss of travel time was expressed by many participants. They missed this leisurely
activity the most. One participant expressed that she tried to put her mother into a respite facility
so that she could take a weekend trip. But her mother was non-cooperative because she thought
she was in a hospital. She said her mother would not eat or take her medication for the 3 days
that she was at the respite facility and did not even want to change her clothes. She said that was
the last time she was able to travel because she could not enjoy her time away. This participant
expressed a desire for respite facilities that looked and felt like hotels instead of hospitals so that
her mom would be more comfortable, and she would be able to leave her and get a break when
needed.
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Lack of sleep and sleep deprivation were also expressed by most participants. Many
expressed the need to watch over their loved one around the clock, especially at night due to
sundowning, which interfered with their sleep. According to the Alzheimer’s Association,
sundowning is referred to as “increased confusion, anxiety, agitation, pacing and disorientation
beginning at dusk and continuing throughout the night” (www.alz.org). Due to the sundowning,
their loved ones would be up at night, and they were fearful of leaving them up alone because
they would try to leave the house or get into things that were dangerous. Thus, they were forced
to stay up at night and watch over them, which greatly interfered with their sleep. For this
reason, many also communicated the need for cameras inside the house to watch their loved ones
at all times.
Participants also expressed that as their loved one’s dementia progressed, they became more
dependent on them as their caregiver. This increased dependency allowed them to have less time
to themselves and was more stressful. They felt at that point they needed to become more
intentional in their actions, meaning they needed to plan out every aspect of their lives and try to
commit to a schedule. They felt that having a schedule or structured routine helped them to
manage. This included waking up at a certain time every day, planning meals and mealtimes, and
a set bedtime.
In alignment with the Caregiver Identity Theory, study participants expressed that they
struggled with their identity and their other roles such as wife, mother, child, employee, etc.
They felt that they spent so much time devoted to the person they were caring for, that
everything and everyone else was put on the back burner. Their identity was consumed by their
caregiving role because they were committed to that role. The toughest struggle appeared to be
for caregivers that also had children they were raising or children that lived in the home. Some
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participants stated that they felt guilty that they were neglecting their children and spending so
much time focusing on the person with dementia. One observation to note, of the eleven
participants, only two were married. The others were single, divorced or widowed. One
participant who was divorced commented that she was glad that she was single because she
would not have enough time and energy to devote to a husband in addition to her caregiving
duties.
One participant who was caring for her mother said her relationship with her father was nonexistent because all her time was dedicated to her mother. She said she would be devastated if
something happened to her father because she knows that she has neglected him. She said that
although her actions are not intentional, she realizes that her mother’s needs and are her priority.
Further, participants talked about their children that lived in the home and helped with caregiving
tasks. They felt guilty that their child/children had to assist with caring for their family member
and taking on this burden that was not their responsibility. They did not want to put this
responsibility on their children, but they needed their help and often relied on them for
assistance.
Consequently, those caregivers who worked, whether physically outside of the home or
worked remotely from home faced greater challenges. They found that it was more difficult for
them to work and also balance their caregiving role. They expressed that they often had to take
time off work for doctors’ appointments or other times, and it was hard to juggle so many
responsibilities. If they worked outside of the home, they were also challenged with either
leaving the person with dementia at home alone or paying for someone to stay with them while
they worked.
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The biggest challenge that many of the caregivers expressed was the dependency on them as
the person’s dementia increased. They felt that as time progressed, the person with dementia
reverted to being a child and as the caregiver, they were now the “parent.” They often referred to
their loved one as a child which highlighted the dynamic of their relationship and the role
reversals. One participant expressed that it is difficult to look at the person as my parent who was
once so strong, healthy, and vibrant, and yet now I must take care of him, but I still try to respect
him as my father.
All these changes can result in greater emotional stress, anxiety, and depression for the
caregiver. Several participants discussed their need for counseling or therapy to help them
through this experience as their mental health was affected. One participant who is caring for her
grandmother talked about the events that led up to caring for her grandmother. She discussed that
her mom was initially the primary caregiver however her mom passed away, then two weeks
later her sister passed away and based on those losses she became her grandmother’s caregiver;
all while caring for her young child who was 4 years old. She said everything happened so
quickly and unexpectedly that she fell into a major depression and did not bathe for four months
and all she could do was lay on her sofa every day and cry. She stated that during that time she
was so numb that she does not even know how she made it through. But with the help of therapy
and counseling, she was able to survive. Thus, the mental health burdens that caregivers can
experience can be quite overwhelming and it is important that caregivers take care of their own
mental health to reduce caregiver strain and burden.
The next area that was explored with caregiver was the challenges they faced caring for a
person with dementia.
Table 6
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Interview Question 5
IGQ5. What challenges, if any, have you experienced as a caregiver?
SRQ 2. What challenges do African American caregivers experience when caring for a family
member with dementia?
PARTICIPANT QUOTES
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖

“I grapple with my obligation to my mom and my obligation to my kids.” (P4)
“Guilt of neglecting other family members.” (P4)
“The pandemic added another level of craziness.” (P4)
”I’m experiencing burn out and not being able to do anything about it.” (P5)
“She’s not cooperative.” (P6)
“Sometimes it’s difficult to go to the doctor for yourself because you’re busy
taking them to the doctor.” (P6)
My anxiety and depression have become a big challenge. I make sure everybody is
taken care of and I’m not taking care of myself.” (P7)
“Violent behavior is escalating.” (P9)
“You work all your life and get social security and a little pension and Medicare
thinks you make a whole bunch of money.” (P9)
“There were accusations of stealing.” (P10)
“She’s not the same person that you’re accustomed to.” (P11)
DESCRIPTIVE CODES

❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖

Work/life balance, working outside the home (P1, P2, P5, P6, P9)
Lack of sleep (P2, P3, P7)
Relinquish control (P2, P3)
Taking care of the person’s business affairs (banking, health insurance, housing,
taxes) (P2, P3, P7, P11)
Pandemic/COVID (P2, P3, P4, P6, P7)
Balancing kids and caring (sandwich generation) (P2, P4, P7)
Physical demands (P3)
Understanding the disease process/stages/changes (P4, P7)
Financial assistance (Medicare) (P4, P7, P9)
Neglecting own health (P4, P6, P7)
Changes in the person with dementia (cognition, behavior, etc.) (P4, P6, P9, P10,
P11, P11)
Housing (P5, P7)
Physician communication (P7)
Accusations of stealing (P9, P10)
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“What challenges have you experienced as a caregiver?” was asked in Interview question
five. Participants expressed many challenges that they have faced as caregivers. The categories
that emerged from this question highlighted work/ life balance, lack of self-care, handling
personal affairs, finances, disease progression (behavior, mood changes, mental health), shifting
relationships and the pandemic/COVID. The prevailing themes associated with caregiver
challenges were that caregiving can be extremely challenging, and caregivers can experience
caregiver burnout; caregivers often neglect their own health and needs; they experienced
difficulty handling the personal affairs of the dementia person including finances, health
insurance, housing, etc.; balancing work and home; caring for children and other family
members can be difficult to manage; and the behavior and progressive changes of the person
with dementia can be extremely challenging and overwhelming.
One of the biggest challenges identified was work and life balance. As most participants
interviewed worked full-time jobs, whether they worked outside of the home or worked
remotely, they felt it was difficult to balance their caregiving tasks with their work tasks. Their
caregiving tasks were so time-consuming that it interfered with every other aspect of their life.
For those that worked outside of the home, they faced of the challenge of leaving their loved one
alone or finding someone to stay with them which created a financial challenge. Many expressed
that there were no daycare or day programs available for people with dementia, and they
struggled with getting assistance.
The challenges of navigating the pandemic were also a major concern for the caregivers.
The pandemic has been a difficult adjustment for most people. Compounded with the burden of
taking care of a loved one and being quarantined and confined indoors added another level of
stress to the caregivers. Those who also had young children that lived in the house expressed that
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the pandemic was even more challenging having to deal with work (if applicable), children,
home schooling and an elderly person with dementia. Additionally, those with children had a
harder time coping with their caregiving tasks. They expressed guilt and remorse that they
sometimes neglected their own children because they were caring for the needs of the person
with dementia whose needs were so great.
Another significant challenge were the changes in the demented person’s behavior. Many
of the caregivers were not prepared to deal with the progressive changes that that the demented
person exhibited such as forgetfulness, aggressive behaviors, hitting, cursing, lying and
accusations. Several of the participants talked about the accusations that the demented person
made against them to other family members. Accusations of stealing, and physical and sexual
abuse. One caregiver told a story where they were accused of stealing and other acts. They said
that everyone knows that the demented individual’s brain is not working properly, yet the
accusations damaged their relationship with the person they were caring for as well as other
family members. The participant stated, “I hate to think that my grandmother is “lying” and that
it’s the dementia, but the things she said really hurt me”.
Another issue that was challenging for many caregivers was navigating the personal
affairs of the demented person such as health insurance, banking, housing, taxes, estates, etc.
One participant expressed the difficulty with gaining access to her dad’s bank account. She said
the bank wanted him to confirm that she had authority to access his account. Yet, he was
cognitively impaired and could not communicate what the bank was asking of him. She felt that
she was stuck in a quandary and that the banking institution did not understand. Another
participant also voiced her frustration that when her grandmother moved to live with her from
another state that she was not able to get her health insurance transferred for four months. She
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said that the process was so overwhelming, and the bureaucratic system does not make it easy for
people to navigate when they need assistance.
Caregivers also talked about navigating their own needs and their own health which included
lack of sleep. Lack of sleep was a prevailing theme throughout the interviews. Caregivers
expressed that they were not getting the proper rest they needed, and this was affecting their
health. They stated that they often put themselves on the backburner to take care of everyone
else. They rarely had time to go to the doctor for themselves because they were not the priority.
Coupled with the lack of a social life, and little support and assistance, they felt was leading
them to feel overburdened and burned out. One participant remarked “I’m experiencing burnout
and not able to do anything about it.” Thus, caregivers are experiencing a host of challenges
which is affecting their quality of life and impedes their caregiving role.
However, there were some positive aspects of caregiving that were mentioned when
participants were asked about the benefits of being a caregiver for a family member with
dementia.
Table 7
Interview Question 6
IGQ6. What benefits, if any, have you experienced in your role as a caregiver for a family
member with dementia?
RQ. What are the lived experiences of African American caregivers when caring for family
members with dementia?
PARTICIPANT QUOTES
❖
❖
❖
❖

“I’m giving back what he’s giving me all my life.” (P1)
“I consider it an honor to be able to care for my dad.” (P2)
“I look at it as a blessing and a curse.” (P2)
“I want to make the latter part of his life the best part of his life as comfortable as
possible.” (P2)
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❖ “If they had been in a nursing home they would have been gone.” (P3)
❖ “At home they have a better quality of life.” (P4)
❖ “I know he’s in good hands being taken care of by someone who actually does love
him.” (P5)
❖ “I won’t have any regrets.” (P6)
❖ “I don’t know when the point where I can no longer take care of her will come,
but I’m here until that point comes.” (P6)
❖ “She’s good because I’m doing it (taking care of her).” (P9)
❖ “I‘m teaching my nieces because one day I may be in this same position and will
need someone to take care of me.” (P11)
DESCRIPTIVE CODES
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖

Learned patience (P1)
Spending time with your loved one (P2, P6, P9, P11)
Providing good care to family (P2, P4, P11)
Able to purchase a house (P2)
Everyone in same household/moving back home (P3, P4)
Learned empathy (P4)
Peace of mind (P5)
Mom is happy (P6)
Able to plan/prepare for their future when they get older (P6, P11)
Firsthand perspective on elder care (P6)
Supportive friends and family (P8)

Interview question six asked “What benefits, if any, have you experienced in your role as
a caregiver for a family member with dementia?” The categories that emerged were quality time,
quality care, rewarding and gratifying. The themes that emerged were despite the challenges of
caregiving, there were some benefits of caring for a family member with dementia which
included spending time with their loved one, knowing that their family member is being taken
care of, and giving back to a person who has previously cared for them.
Spending time with their loved one was conveyed as the greatest benefit for the
caregivers. The caregivers felt that the time that they were sharing with their family member was
precious quality time since their loved one may be near the end of their lives. They felt that this
time together was invaluable. The caregivers felt that they were honoring their loved one by
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providing for them at a time when they are not able to care for themselves. They felt that their
family member had taken care of them throughout their lives, and they were happy and honored
to give back to them.
They also expressed that they felt comforted knowing that they were providing quality
care to their loved one. They felt that their loved one would not receive the same level of care
and attention if they were placed in a nursing home or other facility. They felt that people were
neglected in nursing homes and received substandard care. Caring for their family member
provided them with peace of mind knowing, especially seeing their family member happy. Other
benefits expressed by caregiver’s was that they learned patience and empathy because caregiving
requires you to have patience to deal with a situation that you have no control over. Caregivers
also mentioned moving back home to their family or childhood home as a benefit. They felt
nostalgic to live back in their childhood home and relished all the memories that the home
provided. Several participants also mentioned that they were receiving a first-hand perspective
on caregiving and elder care as a benefit. One participant mentioned that as a woman with no
children she may one day need to be cared for, and was she was training her nieces to observe
what caregiving entails so that they would be able to take on this responsibility if the time
occurred.
In terms of support and resources needed to care for their loved one, participants noted
that they were not familiar with the resources available for dementia patients or caregivers and
wished there were more resources available.
Table 8
Interview Question 7

49

IGQ7. What would help you in caring for your family member with dementia? Support?
Resources?
SRQ6. What are African American caregiver's views on seeking formal support services when
caring for a family member with dementia?
PARTICIPANT QUOTES
❖ “Seeking out resources to help me do that (caregiving) in a better way or learn
different ways to do things that make sense.” (P4)
❖ “I didn’t know what kind of doctor to go to.” (P4)
❖ “I use a lot of my own money for certain supplies.” (P4)
❖ “Trying to manage a family and be a caregiver pulls on your limited resources.”
(P4)
❖ “Need places for seniors with memory issues. More like a hotel than a hospital.”
(P6)
❖ “I had to jump through hoops to get my grandmother health insurance. Took me
4 months.” (P7)
❖ “Resources should be a lot easier, because it’s already a task.” (P7)
❖ “No good programs for people with dementia.” (P8)
❖ “Care from family, that would be great…they aren’t there.” (P9)
❖ “She has grandchildren and great grandchildren, some old enough to help. But
they don’t want to deal with her.” (P9)
DESCRIPTIVE CODES
❖ Home health aide/home care services (assist with bathing, laundry, medication
mgmt.) (P1, P3, P4, P5, P6, P8, P9)
❖ Financial assistance (supplies, food supplements) (P1, P4, P6, P7)
❖ Respite care (for patient and caregiver) (P2, P6)
❖ Help navigating resources/ Centralized location to access services (Personal navigator
/coordinator) (P4, P7)
❖ Caregiver support group (P4, P5)
❖ Seeking training resources (P4)
❖ Education on disease process, medical language/ terminology (P4, P7)
❖ Emotional support (P4, P7)
❖ Transportation (P5, P8, P9)
❖ Memory care (P6)
❖ Day programs, places to interact with others (P6, P8, P9)
❖ Support from family and friends (P6, P8, P9)
❖ Being paid (P10)

Question seven asked participants “What would help you in caring for your family member?”
The categories that resulted from this question were assistance with daily living tasks, home
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health aide services (laundry, bathing), respite Care, navigation/access to services and resources,
support from family and financial assistance. The prevailing themes were that caregivers needed
assistance with daily living tasks, accessing resources, respite care and day programs, financial
assistance and support from family and friends.
The primary resource that study participants responded that they would like assistance with is
help with daily tasks such as bathing, cooking, laundry, etc. The caregivers felt that those tasks
were time-consuming and daunting, and it would be a relief to get help with those tasks in the
form of a home health aide, or more assistance from family members. They expressed that
caregiving was a 24-hour job and a home health aide could alleviate some of the responsibilities
required to manage the daily living tasks.
In addition to a home health aide, they expressed that support from family and friends was
also needed. They stated that as the primary caregiver, all the work of caring for their family
member fell on them but they wished they had more help from other family members. One
participant stated that “my mother has three kids and eight grandchildren, yet where are they?
Why can’t they come and help care for her? She was there for everyone and now no one is here
for her.” The caregivers felt that even those that had big families or large networks of friends,
were basically left on their own and no one offered assistance. One participant conveyed her
anger with her family and siblings because they left the responsibility of care to her and only
came to visit occasionally. She felt that it was not fair that she had to shoulder the burden and
that her life was solely that of a caregiver while everyone else continued to live their life.
In addition, participants expressed the need for day programs and respite programs for their
loved one. They stated that there were not a lot of programs available, especially for people with
dementia. They felt that day programs would be helpful for their loved one to be able to interact
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with other people and also receive memory care support and assistance. Further, as the
caregiver, they would be able to get a break if they were able to send their loved one to a
program for a few hours a day. Consequently, since many caregivers expressed that they missed
traveling, they stated that respite programs would be beneficial to provide a place for their family
member so that they would be able to travel or just have some time off.
Caregiver study participants further discussed that financial assistance is needed to help
offset costs including supplemental feeding supplies like ensure and protein drinks, and other
supplies such as diapers, wipes, bed pads, etc. Most of these items are not covered through
insurance and are paid out of pocket. They said those costs can add up and become a financial
burden for caregivers, but they are necessary costs to help them care for their family member.
One participant also stated that since he had to put his career on hold to care for his grandmother,
he felt it would have been beneficial if he were paid or compensated for being the caregiver.
Identifying and accessing resources was another concern for caregivers. Participants
stated that they were not aware of what resources and services were available to them or their
family member. They felt that there needed to be a centralized location or repository for
resources, and patient navigators available to assist family members with accessing resources.
One participant stated, “If you have cancer, they have patient navigators to help you and have a
central location where you can seek help and assistance. They do not have that for dementia
patients.” Further, they expressed that there was no support or education on the disease itself.
They felt that when their loved one received the clinical diagnosis of dementia, the doctors did
not go into details or adequately explain the disease process. They felt that their lack of
understanding of the different stages of dementia and what they should expect, left them
unprepared.
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Finally, other areas of support needed by caregivers included transportation to transport
their loved one to medical appointments, and caregiver training programs or support groups.
Many expressed that support groups would help them to better cope and to share their experience
and seek support with others who are in similar situations.
When asked to identify the role that religion and spirituality play in their lives and in their
role as caregivers, study participants expressed that these are important values in their lives and
integral to the experience of African Americans.
Table 9
Interview Question 8
IGQ8. What role does religion and spirituality play in your life?
A. In your role as a caregiver for a family member with dementia?
SRQ 4. What role does religion and spirituality play for African American caregivers caring
for a family member with dementia?
PARTICIPANT QUOTES
❖ “They say God doesn’t put more on you than you can take. There are times when
I don’t know how much more I can take. “ (P3)
❖ “I pray every night and ask God can you just take a little bit of this off of me.“
(P3)
❖ “I pray a lot and cry too.“ (P3)
❖ “Church was an outlet and then I stopped going.“ (P3)
❖ “I’m a woman of faith.“ (P4)
❖ “Lord, I can’t do this.” (P4)
❖ “I think I feel stronger spiritually.“ (P4)
❖ “God has blessed me. Anything he needs I’m able to provide.” (P5)
❖ “If it wasn’t for God, I would not be able to do any of this.“ (P5)
❖ “I thank God daily for the strength to care for my family.” (P5)
❖ “Honor thy mother and father.” (P6)
❖ “If God don’t have me, I don’t know who does.” (P6)
❖ Faith/spirituality is big time and that’s where I get my strength every day.” (P6)
❖ “I ask the Lord to lead me because I just don’t know where I’m going or what I’m
doing.“ (P7)
❖ “Bible verse says Honor your mother and your days will be long.“ (P9)
❖ “This is what God has given me and I have to finish it out.“ (P9)
❖ “I’m not a big religious person, I don’t practice religion.“ (P10)
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❖ “We’re a praying family.” (P11)
DESCRIPTIVE CODES
❖
❖
❖
❖

Strong faith (P2, P3, P4, P6, P7, P9, P11)
Pray for patience, strength, understanding (P2, P3, P5, P6, P7, P11)
Religion/spirituality helps deal with situation and connection to mother (P4)
Top priority/foundation (P5, P6, P7, P9, P11)

Interview question eight asked participants “What role does religion and spirituality play
in your life and in your role as caregiver for a family member with dementia?” The categories
that emerged were faith, commitment and trust. The primary theme regarding the role that
religion and spirituality play in caregivers lives and their role as caregivers is that African
American Caregivers rely on a strong spiritual foundation and faith to get them through the
experience. Study participants felt that religion and spirituality are their top priority to help them
through this overwhelming experience. They expressed that they have a strong faith in God and
that they pray regularly for God to help them through their caregiving situation. Most of the
participants expressed that their belief in God is so strong that they rely on that grounding to help
them overcome any obstacles. They also believe that their faith and spirituality give them
strength and makes them feel stronger and more prepared for the responsibilities of caregiving.
The participants believed that God has placed them in this situation for a reason and they
must honor God’s will. They believe that God will give them the strength, patience and
understanding they need, and they can do all things as long as they believe in God and trust in
him. They felt that God would not fail them. One participant stated that “the Bible teaches us to
honor thy mother and father” and they were carrying out this commandment by caring for their
loved one in their time of need.
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Of the eleven study participants, only one person, the sole male in the study expressed
that he was not a strong religious person and did not practice religion. He was the only
participant that felt that religion and spirituality were not important in his life, nor his role as a
caregiver. However, the other participants felt that religion and spirituality were fundamental to
their caregiving experience.
In addition to religion and spirituality, obligation and responsibility also are the core
principles of caring for a loved one or family member with dementia. The caregivers felt a sense
of responsibility and obligation to care for their family member. They felt it was their duty to
care for their family member in their time of need because it was a family tradition that was
instilled in them, or they felt they were giving back to their family member who raised them or
provided for them during at some point in their life.
Table 10
Interview Question 9
IGQ9. What role does responsibility/obligation play in your life?
A. In your role as a caregiver for a family member with dementia?
SRQ 5.What is the impact of reciprocity for African American caregivers caring for a family
member with dementia?
PARTICIPANT QUOTES
❖
❖
❖
❖
❖
❖
❖
❖
❖

“I made a promise to take care of my grandfather.” (P1)
“It’s embedded in me. You take care of your elders.” (P2)
“I’m the go to person, the responsible adult.” (P3)
“This is what I’m supposed to do. ” (P4)
“This is like passing on the torch. This is what I saw mom do for her mom, and
this is how it is.” (P4)
“I can’t see anybody else doing what I do…I wouldn’t allow anyone else to do it.”
(P5)
“I’m the go-to person in my family.” (P5)
“Spiritually I’m obligated to serve and help.” (P8)
“We have a responsibility to take care of our families. ” (P8)
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❖ “She raised me. I wouldn’t be the person I am today, so I have to respect that and
take care of her.” (P9)
❖ “If I don’t do it, nobody else will.” (P9)
❖ “This is my role, my duty. I’m not gonna let anybody else do it.” (P9)
❖ “It’s a big responsibility to care for someone who doesn’t have their full faculty.”
(P10)
❖ “I just have to be here to do whatever I can.” (P11)
DESCRIPTIVE CODES
❖
❖
❖
❖
❖
❖

Family promise (P1)
Family tradition (P2, P3, P4, P5, P6, P8, P11)
Family obligation (P2, P3, P5, P6, P8, P11)
Duty (P2, P4, P5, P8, P9, P11)
Core of caregiving (P2, P4, P5, P9)
Go to Person (P3, P5, P6, P11)

Interview question nine asked caregivers “What role does responsibility and obligation
play in your life and in your role as a caregiver for a family member with dementia?” The
category that developed was “duty to care”. The themes that developed were that caregivers felt
a sense of responsibility and obligation to care for their family member, and caregivers felt it was
their duty to care for their family member. When asked about the role of responsibility and
obligation in their lives as caregivers, caregivers affirmed that they felt a sense of responsibility
and obligation to care for their family member. They felt it was their duty to care for their family
member. Many of the participants expressed that they were raised to believe that family took
care of each other when they became elderly or were in need. They stated this was a family
tradition and they recalled their mothers taking care of their mothers, and family members
always taking care of each other. One participant responded that it was like life full circle. She
said, “I saw my mom take care of her mom, and now it’s my turn to take care of my mom.”
Many of the caregivers felt they had no choice but to care for their parents or other family
member. They felt that their parents had cared for them throughout their lives and so it was their
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obligation to repay all that their parents or other family member had provided for them. This
sense of responsibility and obligation were the foundation of the caregiver’s belief. Despite the
difficulties that caregiving entailed, they were committed to take care of their family member as
long as they were able to do so. Many believed that they were obligated, and had to carry out this
commitment, regardless of the cost, difficulties or challenges they encountered. They felt that if
they did not care for the person, they did not know who else would or what would happen to
their family member. Thus, they had no choice but to carry out the role to the best of their ability.
However, participants also felt resentment that they were obligated to this role. They
sometimes had feelings of anger that they were expected to serve as the caregiver, especially if
they were caring for their parent and they had other siblings. They were angry that they had to
shoulder the primary responsibility and felt that their other siblings or family members should
step up and assist more. Yet, they internalized that as the “responsible” family member, they
were obligated to carry out the caregiving tasks.
Consequently, one individual stated that her decision to become a caregiver was
grounded in a promise she made to her grandmother to take care of her grandfather. She felt
more committed to upholding the promise she made, and felt she was obligated to stand by her
promise. However, she did feel that she also “owed” her grandparents for taking care of her
throughout her life. Additionally, another participant stated that her mom had always made her
wish known that she did not want to be placed in a nursing home, so she had to honor her mom’s
desires and felt obligated to take care of her.
The final question that participants were asked was their thoughts on the role that culture,
and cultural beliefs played in their role as caregivers for a family member with dementia.
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Table 11
Interview Question 10
IGQ10. What role, if any, has cultural beliefs played in your role as a caregiver for a family
member with dementia?
SRQ 3. What role does culture play for African American caregivers caring for a family
member with dementia?
PARTICIPANT QUOTES
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖
❖

“Most Black people believe that they should take care of their parents.” (P2)
“It takes a village. It’s the circle of life.” (P2)
“Other family members ask to be cared for.” (P2)
None of my family went in nursing homes.” (P3)
“My mother took care of her mother; my father’s mother took care of her
mother.” (P3)
“If they had been in nursing homes, they would have been gone.” (P3)
“African Americans and Caribbean Americans try to keep our loved ones at
home as long as possible.” (P4)
“It’s just something you grew up with.” (P4)
“I think it’s just the way we were brought up as a family. We have to take care of
each other.” (P5)
“It’s important for us to look within the family for support first before we go
anywhere else.” (P5)
“I saw it with other family members- mom took care of her mom, etc.” (P6)
“African Americans are raised to take care of our own.” (P8)
“Black folk, we don’t put our families in nursing homes, we keep them together.
White people do that.” (P9)
“Coming from a West Indian background we don’t believe in putting our family
in any kind of institution. We take care of them.” (P10)
“Culturally speaking, someone has to bite the bullet.” (P10)
It’s hard but it’s something I have to do.” (P11)
DESCRIPTIVE CODES

❖ Family tradition/family values (P1, P2, P3, P4, P5, P6, P8, P11)
❖ Raised to take care of family (P2, P3, P4, P5, P6, P8, P11)
❖ Something you grew up with- keeping elderly in the home (P3, P4, P5, P6, P8,
P11)
❖ Don’t believe in nursing homes (P3)
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Question 10 asked participants “What role if any, has cultural beliefs, played in your role as a
caregiver for a family member with dementia?” The categories associated with this question
were family, traditions and expectations. Several themes emerged regarding the role that culture,
and cultural beliefs plays for African American caregivers caring for a loved one with dementia.
Those themes were culturally African Americans are raised to care for family members, African
Americans do not put their family in nursing homes, African Americans believe that their family
will receive better care at home or with a family member (better quality of life and nursing
homes do not provide the best care), the expectation from most African Americans is that a
family member will take care of elderly family members or those needing care and family
caregiving is traditional and the norm that has been passed on from generation to generation.
Firstly, African Americans believe that culturally they are raised to take care of their family.
They believe that as a village, you take care of each other, and you were raised with these values.
They believe that when a family member needs care, that you look within the family for support
and assistance before you seek other forms of care.
There was a strong belief that African Americans do not put their family members in nursing
homes. Many expressed that nursing homes do not provide the best quality of care and believed
that their family member would not thrive or survive in a nursing home. They felt they were able
to provide better care at home because their family member was being cared for by someone who
loved them and had their best interest as a priority. Although they expressed that they were not
prepared to take care of a person with dementia and did not have any skills or training, they still
believed that the care they provided was better care than a nursing home or other facility would
be able to provide for their family member.
Participants expressed that this belief was traditional and passed on from generation to
generation. Many stated that they grew up in households where caring for elderly family
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members was the norm and expectation. They stated that were raised in families where their
moms took care of their parents or other relatives, and this was part of their culture. They felt
that other cultures and groups did not hold these same values and the belief was strongly rooted
in the African American community to keep the family together at all costs. One participant
stated that “African Americans are raised to take care of their own,” and another commented
“Black folk, we don’t put our families in nursing homes, we keep them together. White people
do that.” Thus, there is a belief amongst the African American community that culture plays an
important role in the caregiving spectrum when caring for a family member or loved one.

Research Questions
Sub-Research Question #1(SRQ1)
How do African American caregivers perceive their ability to care for a family member with
dementia?
African American caregivers perceive that they are able and capable of taking care of
their family member with dementia. Initially, they do not perceive the task as such a difficult and
challenging undertaking. They felt that they had no choice in the decision to care for their loved
one and they were obligated to care for their loved one. However, they realized that they did not
really understand the responsibility of caring for a person with dementia nor the effects of
dementia and were not prepared for such an arduous task. Yet, they remain committed to
providing care as long as they are able.
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Sub-Research Question #2 (SRQ2)
What challenges have African American caregivers experienced when caring for a family
member with dementia?
African American Caregivers experience a multitude of challenges when caring for a
family member with dementia such as loss of personal time and time for themselves, unable to
travel, changes in their relationships with the person they are caring for and other family
members (children, spouse, siblings, parents), financial challenges, housing issues, work/life
balance, difficulty accessing and navigating resources and coping during the pandemic.
Caregivers also experience caregiver burden due to the emotional stress of caregiving. Some
caregivers reported a decline in their mental health and the need for counseling or therapy to be
able to cope.

Sub-Research Question #3 (SRQ3)
What role does culture play for African American caregivers caring for a family member with
dementia?
Culture plays an important role for African Americans caring for a family member with
dementia. They believe that caring for family members is generational and traditional in the
African American community. Most caregivers have grown up in households/families where
they have seen their parents care for their parents, and family members care for each other.
Caring for elderly or ill family members is expected and viewed as a cultural norm.

Sub-Research Question #4 (SRQ4)
What role does religion and spirituality play for African American caregivers caring for a family
member with dementia?
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Religion and spirituality play a critical role for African American caregivers. African
American caregivers have a strong faith and spirituality. They rely a lot on their spiritual
foundation and grounding. They believe that God does not give you more than you can bear and
that their faith will sustain them through the caregiving experience. However, many expressed
that although religion and spirituality are important in their lives, their caregiving duties do not
allow them to physically go to church as much as they did previously, or they have stopped
going altogether. Yet, they continue to pray and depend on their spirituality.

Sub-Research Question #5 (SRQ5)
What is the impact of obligation /reciprocity for African American caregivers caring for a family
member with dementia?
Obligation/reciprocity has a major impact on African Americans caring for a family
member with dementia. Caregivers felt it was their duty to care for their family members. They
felt they were responsible for giving back to the person they are caring for because that person at
some point provided for them, so now they are paying it back. Despite the burden and challenges
of caregiving, they felt honored to be able to care for their loved one, and felt it was a rite of
passage.

Sub-Research Question #6 (SRQ6)
What are African American caregiver's views on seeking formal support services when caring
for a family member with dementia?
African American caregivers had various views on seeking formal support services when
caring for their family member with dementia. African American caregivers are interested in
support services such as home health aide support (to assist with tasks such as bathing, feeding,
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laundry, etc.). They expressed difficulty identifying and navigating support services. They were
not familiar with what resources were available to them and how to find them. They also
expressed interest in day care and respite care programs (to be able to travel or provide memory
care services). However, most caregivers felt that formal nursing homes did not provide quality
care for their loved ones. They felt it was important that their family member remained home and
that as a community, African Americans did not utilize nursing homes for long term care. They
also felt that they provided better care within the home and that their loved one would not
receive the same level of quality care in a nursing home and would not thrive.

Central Research Question (RQ)
What are the lived experiences of African American caregivers who care for family members
with dementia?
The lived experience of African American caregivers caring for a family member with
dementia is a complex phenomenon. The experience of African American caregivers who care
for family members with dementia can be overwhelming and an extremely emotional process
that leaves caregivers experiencing higher rates of stress, struggling with their identity, and
experiencing shifts in their relationships with the person they are caring for and others. However,
the feelings of gratification are rewarding for this population who rely on their faith and are in
need of formal support services to care for their loved one.
Overall, caregiver’s experience a range of negative emotions such as anger, frustration, guilt,
fear, worry, resentment, grief, and loss. Caregivers felt that they no longer had a life to
themselves and desire more support from family and others to assist with daily living tasks to
give them time to themselves for a break, to travel, etc. The stress of caregiving can lead to
Caregiver Burden which is characterized by higher rates of stress, depression, and anxiety.
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Overwhelmingly, caregivers felt that they were not prepared to care for their loved one and
relied heavily on their faith and spiritual grounding. Consequently, most caregivers referred to
their loved one as a child which highlights the role reversal between caregiver and the person
needing care, as the person becomes more dependent on the caregiver. However, despite the
challenges of caregiving, caregivers felt that they provided the best care and quality of life for
their loved one; and that it was their duty to care for the person. They also felt the benefit of
spending time with their loved one outweigh the challenges.
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CHAPTER 5
DISCUSSION

The findings of this study overall lead us to realize that serving as the primary caregiver
for a family member with dementia is extremely challenging emotionally, mentally, physically,
and financially. African American caregivers do not fully understand the complexities of caring
for a loved one with dementia. Family caregivers may not have a choice in their decision to care
for a family member and are often unprepared for the daunting task of caring for a person with
dementia, yet they are committed to their role as caregivers and feel a sense of duty and
obligation to care for their family member. They are rewarded knowing that they are providing
quality care for their family members and being able to spend time with their loved one.
Based on the thematic analysis of the literature, four prevailing themes emerged from the
literature that were examined in this study. The first theme was the role of the primary caregiver.
The Family Caregiver Alliance (2020), noted that family caregivers report more personal stress,
mental and physical health issues, lack of sleep and less time doing the things they enjoy. This is
consistent with the findings of the current study. Many of the study participants expressed these
same issues when responding to their experiences and challenges as caregivers for a loved one
with dementia.
Lack of sleep was reported by many of the study participants. According to the Alzheimer’s
Association, “People living with Alzheimer's and other dementia may have problems sleeping or
experience increased confusion, anxiety, agitation, pacing and disorientation beginning at dusk
and continuing throughout the night” (www.alz.org). Those participants whose loved one’s
experienced sundown reported increased lack of sleep because their loved one would stay up at
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night and displayed greater confusion and agitation. Thus, sundowning may be a serious concern
for caregivers because it causes greater issues at night and results in less sleep for the caregiver
which may increase their stress and burden.
Based on the research, the guiding principles that shape African American dementia
caregivers' foundation are their religious, spiritual, and cultural beliefs. As expressed by Powers
and Whitlach (2016), the African American community’s religious beliefs invoke a sense of duty
and obligation for providing care to a family member. Traditionally, African Americans have
always turned to their faith beliefs to overcome challenges and adversity. Their strong belief in
God or a greater spiritual power has helped them to navigate many life challenges. African
Americans believe that God will bring them through any situation as long as they continue to
trust him and believe in him. They feel that God provides them with the strength and fortitude
required to care for their family member and these same beliefs help them to cope with the stress
of caring for their family members (Powers and Whitlach, 2016). Further, as noted by ApesoaVarano et al., (2015-2016), the research findings support that family caregiving is viewed as an
expression of love, respect and commitment towards one’s family.
This research also shows that caregivers need more support from family and friends, help
with support resources, and time for themselves in order to mitigate caregiver burnout and the
quality of care they provide to their loved one. Caregiving can have a serious emotional effect
on the caregiver which can lead to caregiver stress, depression, and caregiver burden/burnout.
The Alzheimer’s Association, 2022 states that Alzheimer and dementia caregivers report high
levels of stress because it can be overwhelming to take care of a loved one with dementia. If
caregivers are over stressed and burned out, it affects them mentally and physically which can
affect their health and leave them with higher rates of stress, depression, and anxiety. In turn this
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will affect the nature of the care they provide to their loved ones, thus affecting both the
caregiver and person being cared for parties negatively.
However, the greatest need for caregivers is to identify resources and services for African
American caregivers and help them access available services. Pharr et al. (2014), state that
minority caregivers are less likely than white caregivers to use formal support services.
However, most of the research participants expressed a desire for formal support services.
Although they were not interested in formal nursing home or institutional care, caregivers were
still interested in other formal support services such as respite and day services. Our key
takeaway is that caregivers need. Most caregivers do not have an abundance of help and support
from family and friends. Primary caregivers find it difficult to know what services are available
to them or how to find these services. Services for people with dementia as well as caregivers
who are supporting people with dementia need to be readily available and easily accessible.

Theoretical Implications
“The underlying premise of the [Caregiver Identity] model is that caregiving is a dynamic
change process. This change process includes changes in care activities, changes in the
relationship between the caregiver and the care recipient, and changes in the caregiver’s identity”
(Montgomery, 2007). According to the Caregiver Identity theory, caregiving usually exists out of
a familial role and as the caregiving relationship transitions through the five phases of
dependency, based on the need for assistance, the caregiver loses their identity and sense of self
(Montgomery, 2007).
The findings from this study support the theory that posits as the amount of care and nature
of care increases, the person with dementia becomes more dependent on the caregiver and the
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caregiver begins to lose their personal identity. Their identity is consumed by their caregiving
role (see Figure 1). This was evident in the interviews with participants. Although the primary
focus of the interviews was to gain a better understanding of the caregiver’s experience, many of
the participants talked more about the person they were caring for and often needed to be
redirected to bring the discussion back to them as the caregiver and their experience. This
demonstrated that the caregiver’s identity was aligned with the person they were caring for and
they had a difficult time focusing on themselves.

Figure 1

CAREGIVER IDENTITY THEORY

Caregiver Identity Theory

(ADAPTED FROM R. MONTGOMERY CAREGIVER IDENTITY THEORY)

Adapted from R. Montgomery, Caregiver Identity Theory
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The theory also states that the increased dependency on the caregiver causes a shift in the
familial relationship between the caregiver and person with dementia. The person with dementia
reverts to the role of a child, and the caregiver sees themselves as the parent. This theme was
conveyed many times throughout the interviews. Many participants stated that they have become

68

the parent and their family member is “their child.” This dynamic was especially troubling for
participants who were caring for their parents, more particularly, their father. They wanted to
respect their parent for who they were, yet their role as caregiver required that they function as
the authoritative and decision-making figure such as a parent. However, that was difficult when
they were responsible for taking care of the daily living activities such as feeding, bathing,
clothing, etc., all activities that are usually performed by a parent. The increased dependency also
increases caregiver’s stress as a result of expanded responsibilities and less personal time. Miller
et al., (2018) state that as the caregiver’s responsibilities increase and change from their original
role such as parent-child, the caregiver may experience greater levels of stress and caregiver
burden.
Montgomery, 2007 states that “When specific support services such as respite care, education
programs, counseling, support groups, or case management are understood to be mechanisms for
achieving one or more of these three outcomes, providers will be better able to target services to
effectively help caregivers.” Consequently, Chen et al, 2014 state that culturally targeted
interventions to reduce caregiver stress can have positive results.

Limitations
There are some limitations that are characteristic of qualitative research that were
identified during this study. Firstly, self-reported qualitative data is always a limitation in
qualitative research because the data is being reported by the participant and cannot be
independently validated. Another limitation of the study was the small sample; thus, we cannot
conclude that the results are typical and generalizable. However, phenomenological studies do
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not require a large participant sample population. According to Peoples, 2021, “generalizability
and a small participant pool will be the case for every phenomenological study”.
Further, bias often exists in qualitative data. In a hermeneutical phenomenological study,
researcher bias can be a limitation of the study and must be managed and controlled. Machi and
McEvoy, 2016, explain that researchers may have a personal attachment to the study and could
have opinions and viewpoints to which they are committed. However, researcher bias can be
controlled by ensuring the researcher is open-minded and impartial to the research data (Machi
and McEvoy, 2016). To reduce researcher bias in this study, the researcher did not share with the
participants her experience with caring for a loved one with dementia in an effort to also control
interviewer bias, so that participants could be open and honest with their responses.
Finally, the researcher noted that one of the limitations of the study was the emotional
and sensitive nature of the topic and the difficulties some participants faced by sharing their
experiences. When this was encountered during the interviewers, the researcher, tried to reassure
the participants and often redirected the participant which could have limited the responses to the
respective question.

Suggestions for Future Research
This research can be the basis for many future areas of focus. Firstly, this study explored
African American caregivers of individuals with dementia. Future areas of research could focus
on comparing the experiences of African American caregivers caring for dementia versus nondementia family members or loved ones. It would be interesting to assess if the experience were
similar, especially the challenges and stress burdens they experience and their coping strategies.
Another area of future study could be to explore the relationship between siblings when
one sibling is the primary caregiver of a parent. Based on personal experiences and the research,
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there may be feelings of resentment and anger that could affect sibling relationships when one
sibling has the responsibility of caring for their elderly parent. That research could help to
identify mitigate the challenges the family may face navigating the caregiving paradigm.
Further, an additional focus of future research would be a study on exploring the selfefficacy of dementia caregivers. Research has shown that most family caregivers have never
received formal training to help them care for their family member. In addition to routine daily
tasks such as cooking, cleaning, dressing, etc., caregivers must also be able to master more
skilled tasks such as bathing, medication management and coping with the person’s diminished
cognitive and often physical skills. These tasks are more daunting on the caregiver. Self-efficacy
is an individual’s belief that they can master specific tasks. If caregivers feel that they are not
able to master the skills required of them, they internalize the negative aspects of caregiving
which manifests to greater stress, anxiety and lower quality of life and exhibit lower selfefficacy. Conversely, caregivers that are confident in their caregiving roles embody greater selfefficacy because they feel that they can competently master the skills required of them. Studying
the role of self-efficacy will help develop meaningful training programs for African American
caregivers that can better support their needs.

Conclusion
Although family caregivers perform an important service for society and their relatives,
they do so at considerable cost to themselves” (Schultz and Beach, 1999). African American
families view caregiving as an act of love and respect, and a natural part of life (Apesos-Varano,
2015; Hilgeman, et al., 2018). They hold traditional beliefs that family members should take care
of each other when in need and uphold principles such as obligation, reciprocity, and a strong
spiritual faith. They also feel that caregiving is rewarding because they are helping their family
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member in their time of need and providing care for them while keeping their family member
with dementia at home. However, the mental, emotional, physical, and financial strains of caring
for a loved one with dementia can affect the health and well-being of family caregivers.
Identifying and promoting resources for the person with dementia and the caregiver needs to be a
focus for health professionals. In addition, training programs to help caregivers understand the
disease progression and their role as caregivers will help support African American caregivers
who care for a family member with dementia.

Personal Reflection
My research, focused on Understanding the Lived Experiences of African American
caregivers caring for a family member or loved one with dementia, was greatly influenced by the
experience of caring for my mother. When my mother was diagnosed with dementia, amongst
other health issues, as her children, my siblings and I understood that it was our responsibility to
care for her. In the African American community, it is expected that the children take care of
their parents when their parents are elderly and need care. Traditionally, placing your parents in
a nursing home or other facility can be met with judgement. Caring for your elderly parents is
your responsibility, to give back to them for taking care of you.
As the caregiver for my mother, I found that although I was committed to care for her to
the best of my abilities, the experience was extremely stressful, overwhelming, and challenging;
especially trying to navigate work, school, and take care of my immediate family including two
young school aged children. I often felt that I had put my life on hold to care for my mom who
had already lived her life. These feelings started to take a physical toll on my health, and I was
diagnosed with high blood pressure. This in turn made me question how the experience of
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caring for my mother was affecting my quality of life. Further, I had many friends who were in
similar situations of caring for their parents. A few of us established an informal support group
and noticed that although most of us were experiencing levels of stress from being caregivers to
elderly parents, those who were caring for parents with dementia seemed to experience greater
levels of stress, depression, and personal health challenges.
I chose to focus my study primarily on African Americans because my experience in the
health care field has made me cognizant that they are disparities that exist in healthcare based on
race/culture, and to understand that cultural nuances influence one’s actions and decisions.
Responding to the needs of African Americans is important to me. It is wrapped in my identity
and culture, and I am committed to helping not only my family, but future generations with their
health needs and challenges as well. In addition, the cultural beliefs that African Americans
have regarding caring for parents and elders in the community also shaped my research topic.
One of the assumptions I hold is that this community’s belief in caregiving is rooted in slavery
where families were often separated. Therefore, it is important that families stay together and
take care of each other.
The theoretical framework, the Caregiver Identity Theory states that as Caregivers
progress through the spectrum of care and spend more time caring for a person, their role and
identity as a caregiver increases, and becomes their primary identity. The person loses
themselves and their caregiving role consumes their lives and impacts their relationships. I
definitely found this theory to be true and realized firsthand how a caregiver can lose their
personal identity.
Since I have experienced this phenomenon, and this topic was so close and personal to
me, as the researcher I remained neutral throughout my research and was mindful not to
influence the research with my personal opinions and beliefs. I am hopeful that my research will
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provide a deeper understanding of the experiences of African American caregivers who are
tasked with caring for a parent or family member with dementia and will assist those caregivers
to be able to balance their caregiving tasks with less stress, increased overall well-being and a
greater quality of life for themselves and the person they are caring for.
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Appendix B: Letter of Solicitation

Understanding the Experiences of African American Caregivers of
Loved Ones with Dementia

LETTER OF SOLICITATION
Affiliation: My name is Paula Madison, and I am a doctoral student at Seton Hall University in the
Department of Interprofessional Health Sciences and Health Administration. I am conducting this
research study in partial fulfillment of my dissertation requirement for the PhD in Health Sciences
degree under the supervision of Dr. Genevieve Zipp.
Purpose of this study: The purpose of this qualitative research study using one on one interviews is to
understand the act of caregiving for a loved one with dementia in the African American community. The
impact of cultural beliefs, reciprocity, religion and spiritual values, and formal support services will be
explored as themes that shape the caregiving role.
Study eligibility: If you are an African American; over 18 years of age; a caregiver for an African
American individual with a clinical diagnosis of dementia; have provided care for at least 6 months; and
assist with daily living tasks such as cooking, bathing, medication management, legal matters, financial
issues, health issues, and or transportation, etc.); are not paid for your caregiving, can speak and read
English and have never received formal caregiving training you are eligible to participate in the study.
Study procedure:
You will be asked to engage in a one-time interview held via a web conferencing platform, Microsoft
TEAMS, using only audio features. Prior to scheduling an interview, you will be provided with a letter of
consent via email. Upon receipt of your signed consent form, I will reach out to you via email to
schedule a time and day for your one on-one interview. During the interview you will be asked
approximately 10 questions related to your experience as a caregiver of a person with dementia. The
interview should take no more than 1 hour and will be audio recorded for later review by myself and Dr
Zipp to ensure accuracy and reliability.
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Voluntary Participation: Your participation in the research study is voluntary. You may decide at any
time not to participate in this study. If you decide not to participate or withdraw, you will not be
penalized.
Anonymity: You will not be identified by name or description in any reports or publications about the
study.
Privacy and Confidentiality: Protection and confidentiality will be maintained throughout the
duration of the research project. No personally identifying information will be collected from
participants. However, upon completion of the study, any paper data will be kept in a locked filing
cabinet in the Principal Investigator’s home for three years after which time data will be destroyed.
Similarly, electronic data will be stored on a USB memory key with access to the file protected by use of
password only known to the principal investigator. The memory key will also remain in a secured filing
cabinet for three years, upon which time the data will be destroyed.
Risks of Participation: There is no anticipated risk factor or discomfort that is projected in this
research study. You may feel some slight discomfort when discussing your experiences and feelings. If
you become too overwhelmed, you may ask to terminate the interview at any point.
Benefit of Participation: There are no intended or anticipated direct benefits to you by partaking in
this study. However, by participating in this research you may be assisting in the development of
resources and other supports systems for African American caregivers who depend on informal home
care.

Ways to participate in this study!
If you are interested in participating in this study or learning more about this topic or the study, please
feel free to contact me at Madisopa@shu.edu. Further, if you have additional questions, you may
contact my faculty advisor, Dr. Genevieve Zipp, Department of Interpersonal Health Sciences in the
Seton Hall University School of Health, and Medical Sciences, at 973-275-2457,
Genevieve.Zipp@shu.edu. Should you have any questions about your rights as a participant in this
research study, you may contact Dr. Michael La Fountaine, Director, Institutional Review Board in the
Office of the IRB at Seton Hall University at 973-313-6314. You may also send questions about subjects’
rights as human subjects in a research study by email to: irb@shu.edu.
Thank you for taking the to consider participating in this study.
Please feel free to share this letter of solicitation with any person who you believe meets the
study inclusion criteria
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Appendix C: Informed Consent Form (page 2)
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AppendixC: Informed Consent Form (page 3)
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Appendix D: Approved IRB Form
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Appendix E: Interview Guide Questions

INTERVIEW GUIDE

IGQ1. What was involved in your decision to become a caregiver for a family member with
dementia?
IGQ2. Please tell me about your experience as a caregiver of a family member with dementia.
IQG3. How prepared were you to care for a person with dementia?
IGQ4. How has your life changed since you became a caregiver?
IGQ5. What challenges, if any, have you experienced as a caregiver?
IGQ6. What benefits, if any, have you experienced in your role as a caregiver for a family
member with dementia?
IGQ7. What would help you in caring for your family member with dementia?
A. Support
B. Resources
IGQ8. What role does religion and spirituality play in your life?
A. In your role as a caregiver for a family member with dementia?
IGQ9. What role does responsibility/obligation play in your life?
A. In your role as a caregiver for a family member with dementia?
IGQ10. What role, if any, has cultural beliefs played in your role as a caregiver for a family
member with dementia?

